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ABSTRACT 
Background: People survive repeated health crises that used to be fatal and, at times, 
treatment intended to prolong life, prolongs death instead. Many people die in hospitals 
although they say they prefer to die at home. At the same time, research identifies 
multiple ways the American healthcare system is ill equipped to serve patients at the end 
of life. Presently, 20% of Americans die in Intensive Care Units (ICU), thus ICUs 
represent an important setting for learning about end-of-life care and death in America 
today.   
Purpose: To explore the nature of ICU care as perceived by family members, this 
qualitative study analyzed 693 reports from surveys mailed to family members of patients 
who died in the ICU of a major Boston hospital between 2009 and 2015. The study 
focused on experiences of received services as reported in responses to the survey’s three 
open-ended questions regarding helpful and unhelpful aspects of care surrounding the 
patient’s death. Family member experiences with social work services were also 
explored.   
Methods: Data were assessed using the Family-centered Care (FCC) model, an emerging 
framework for provision of best practices in hospital settings. This framework 
 viii 
emphasizes that patients, families, and health care providers work in partnership to set 
treatment goals. Since FCC has been correlated with better outcomes, one research 
objective here was to explore the extent to which family members’ experiences reflected 
the presence of FCC. The study also assessed family members’ experiences that fell 
outside the realm of FCC. Using NVivo software, analysis was guided by Braun and 
Clarke’s (2012) six-phase thematic analysis approach.  
Findings and Implications: Family members described numerous positive experiences. 
Deaths were humane and the delivery of FCC was evident. An in-depth data analysis 
provided illuminating details of FCC and explicated over 47 themes important to 
families’ ICU experiences. Families reported that they received emotional support, were 
well-informed, and were treated with respect. Findings suggest that FCC is possible in an 
ICU setting, supporting the use of FCC in ICU care and suggesting that it could 
profoundly improve the quality of end-of-life care.  Responses concerning the role of 
social work were limited. 
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CHAPTER 1: INTRODUCTION AND DISSERTATION OVERVIEW 
Study Rationale 
People now survive repeated health crises that used to be fatal. In Being mortal: 
Medicine and what matters in the end, Gawande (2014) writes, “Modern scientific 
capability has profoundly altered the course of human life: people live longer and better 
than at any other time in history. But scientific advances have turned the process of aging 
and dying into medical experiences, matters to be managed by healthcare professionals. 
And we in the medical world have proved alarmingly unprepared for it” (p. 6).  
While 90% of Americans say they want to die at home, the vast majority are 
dying in hospitals. According to several studies, 20% of Americans experience end-of-
life care in an intensive care unit (ICU) (Angus, Barnato, Linde-Zwirble et al., 2004; 
Curtis, Engelberg, Bensik & Ramsey, 2012; Nelson, Angus, Weissfeld, Puntillo, Danis, 
Deal, Levy & Cook, 2006). These ICU deaths often occur after life-prolonging therapies 
in a hospital. This discrepancy between how people say they want to die and how they 
actually die is typically invoked to convey the idea that death is not handled well in this 
country. For the purposes of this project, I use it for its manifest content also—many 
people are dying in hospitals and a lot of these deaths occur in hospital ICUs. Therefore, 
studying how we die in hospital ICUs—the focus of this study—is well placed for an 
exploration of how we die in the context of modern American medicine and how we can 
improve end-of-life care. 
It is important to remember that the hospital has not always been the foremost 
setting where death occurs, nor have doctors and nurses been the primary professionals 
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linked to the care of the dying -- this is a relatively recent phenomenon. For centuries 
death occurred in people’s homes, and the people tending to the dying were family and 
religious practitioners. Religion played a large role in the processes of death. This 
contrasts with death’s removal from the home and from day-to-day life in America today; 
the process of dying is now situated primarily in hospitals—60% of deaths occur in acute 
care hospitals. 
The goals of this qualitative dissertation are to: 1) learn about the ICU 
experiences of family members whose relative died while in this form of care; 2) 
describe, analyze and interpret family members’ experiences from comments provided in 
their own words and in light of the family-centered care (FCC) model and other relevant 
sociological theory; and 3) explore the degree to which family members discuss the role 
of a social worker in ICU end-of-life care.     
The study’s primary theoretical framework was the FCC model given its 
emphasis on the centrality of the family in the health care experience and the concept of 
partnerships in determining treatment goals (Shields, Pratt, & Hunter, 2006; Teno, Casey, 
Welsch & Edgman-Levitan, 2001; Wenrich, Curtis, Ambrozy, Carline, Shannon, & 
Ramsey, 2003).  In addition, the macro-sociological theories following in the tradition of 
Weber and Marx (Miliband, 1977; Veblen, 1900) and the medicalization of death--a 
manifestation of Merton’s theory of unintended consequences (Merton, 1936; Ritzer, 
2007) -- create the macro context surrounding ICU care.  Additionally, two theories 
central to death and dying in hospitals were introduced, Kübler-Ross (1969) and Glaser 
and Anselm Strauss (1965). Both theories are credited with improving end-of-life care in 
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hospitals and traces of their work appear in the FCC model. Finally, grounded theory 
(Glaser & Strauss1967) and symbolic interactionism (Blumer, 1969; Mead, 1967) 
represent the fourth category of theory referenced for this study. 
The dissertation’s four core research questions are: (1) To what extent are family 
members’ perceptions of their ICU experiences expressed in terms of the presence and/or 
absence of nine core elements of the FCC  model? (2) What ICU experiences did family 
members perceive to be helpful and beneficial aspects of care of their loved one and 
themselves before, during and after the death? (3) What ICU experiences did family 
members perceive to be unhelpful or harmful aspects of care of their loved one and 
themselves before, during and after the death? (4) What information emerges about social 
workers’ interactions with family members? 
The study’s data are derived from 683 family member respondents of patients 
who died in the ICU of a major Boston teaching hospital between 2009 and 2015. My 
focus was on the survey’s three open-ended questions in which participants were offered 
the opportunity to share their views on the helpful and unhelpful aspects of care, before, 
during and after the death of their loved one.  The analytic approach was influenced by 
Braun and Clarke’s (2012) six-phase iterative thematic approach, which uses grounded 
theory techniques, to develop categories and concepts as well as understand the 
relationships between categories and concepts.   
Findings from this research will help to inform heath care professionals and 
hospitals about how ICU training and care can be improved for the patients who die 
there, their surviving family members, and the ICU staff.  
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Significance 
This study contributes to our understanding of what helps families deal with death 
and how institutions can provide quality end-of-life care. The study addresses end-of-life 
care by exploring data on the experiences of family members who had a loved one who 
died in an ICU setting.  
The research was conducted in response to significant gaps in the literature. The 
majority of literature on ICUs has not captured how family members experience their 
time in the ICU or how they experience the death of a loved one in the ICU. My study 
examines the actual experiences (as perceived) by family members whose relative died in 
an ICU in order to understand their perceptions of ICU care for the dying and offers 
suggestions on how to improve that care if their perceptions point to areas of 
improvement. The study benefits from access to an unusually large data sample which 
was continuously and systematically collected for the past nine years by BIDMC. 
Social work education emphasizes the need for social work in medical settings. 
The literature calls for a stronger role for social work in ICU end-of-life care. The study 
paid particular attention to the role of social work and investigated the extent to which the 
social work role was discussed in the family responses. The study sought to understand 
how social work functions in the ICU and how it could improve.  
Organization of the Dissertation  
Chapter 2 contextualizes the study through a critical review of the relevant 
literature on sociocultural aspects of health, illness, death and dying, including the shift to 
the medicalization of this final stage of life.  Also reviewed is the transdisciplinary 
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research and clinical literature on the delivery of quality end-of-life care, including the 
role of social work in this domain. 
 Chapter 3 discusses the important theoretical frameworks which informed this 
study. Chapter 4 details the study’s methods including setting, design, instrument, and 
analytic procedures. Chapters 5 presents the results organized according to the four main 
research questions. A discussion of the results, including limitations of the study, is 
presented in Chapter 6. Chapter 6 also concludes this dissertation by offering suggestions 
about areas of influence for improving end- of-life care in hospital ICUs including the 
relevance of FCC, quality end-of-life care more generally, how social work can 
intervene, and areas for future research. 
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CHAPTER 2: LITERATURE REVIEW AND BACKGROUND 
End-of-life experiences in the ICU are at the center of my research. However, to 
gain a full understanding of these issues, families’ ICU experiences must be placed 
within wider social and medical environments. For this reason, the literature review lays 
out broader contexts, challenges, and tensions surrounding families, ICUs, and hospitals 
as they experience or provide end-of-life care.  Awareness of these environmental 
dynamics helps contextualize the voices of family members as they report on their 
experiences.   
My literature review tells the story of a more than 70-year effort by researchers, 
health care professionals, and policy makers to improve end-of-life care in the US. The 
review also lays the foundation for the theoretical frameworks that informed my data 
analysis. The literature review has six sections: 1) Societal efforts toward quality of life 
in dying; 2) Challenges to quality of life in dying: medicalization of death and dying; 3) 
ICUs: challenges for families, physicians and other medical staff; 4) Hospice and 
palliative care: a healthcare response to medicalization; 5) Recent policy changes to 
enhance end-of-life care; and 6) The role of social work in ICU end-of-life care. 
Societal Efforts toward Quality of Life in Dying 
Implied in this project is the idea that there are better and worse end-of-life 
experiences. The term most commonly used to represent this idea is a “good death”. 
Much is written about the concept of a good death. Family members, medical staff and 
the dying would like the dying person to have a good death. There is considerable 
literature on this. Patients, family members, health-care providers, and policy makers 
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have described their views of a good death (Meert et al., 2009, Garnet et al., 2008; Imhof 
& Kaskie, 2008, Waldrop, 2009, Good, Gamer, Ruopp et al., 2004, Institute of Medicine, 
1997) 
Before going any deeper into the notion of a good death, I propose the following 
caveats: 1) No one can prescribe what a good death is for another; 2) Often, what might 
be considered a “good death” for the dying person is a traumatizing experience for their 
loved one and vice versa; 3) It is death after all and much about death is not good. As 
researchers and practitioners, we can offer what we have learned about improving the 
quality of dying. Nonetheless, death and dying are deeply personal matters and, in the 
end, death is a highly specific, subjective event, filled with idiosyncratic personal 
meaning. My interest is in looking at particular prevalent ways in which, in our country 
at this time, certain "bad" features might be avoidable and what professionals and 
institutions can do.  
Below, I provide the reader with some descriptions of good deaths as reference 
for understanding family perceptions of their loved one’s death and the circumstances 
surrounding it.  
Institute of Medicine (IOM) guidelines for end-of-life care 
In 1997, The Institute of Medicine (IOM) recognized problems inherent in the 
medicalization of death and created a set of guidelines to facilitate good deaths in medical 
settings. These guidelines define a good death as one that is: free from avoidable distress 
and suffering for patients, families, and caregivers; in general accord with patients' and 
families' wishes; and reasonably consistent with clinical, cultural, and ethical standards 
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(Institute of Medicine, 1997). In addition, the IOM report suggests that factors important 
for a good death include: control of symptoms, preparation for death, an opportunity for 
closure or ‘sense of completion’ of the life; and good relationships with healthcare 
professionals.   
Interested in learning about physician experiences of good and bad deaths, Good, 
Gamer, Ruopp and colleagues (2004) examined how specialists in internal medicine at 
high technology academic medical centers tell stories about the deaths of their patients. 
Three main themes emerged from these discourses: 1) Time and process: whether death 
was expected or unexpected, peaceful, chaotic or prolonged; 2) Treatment decisions: 
whether end-of-life care was rational and appropriate (facilitating a peaceful death), or 
futile and excessively aggressive; and 3) Communication and negotiation: whether 
communication with patients, family and medical teams was effective. My study will 
explore the extent to which family members from the BIDMC raised similar themes in 
speaking about their family member’s death. 
Patient and family perceptions of end-of-life experiences 
In addition to definitions of a good death offered by medical professionals, the 
research literature includes family members’ perspectives. For example, in a qualitative 
study of bereaved parents, Meert et al., (2009) reported the following characteristics of a 
good death:  “enough time with the dying person and/or the person’s body”, an 
“opportunity to make decisions”, and an “opportunity to say goodbye” (p. 715).  
Interviews with patients in the United States elicited the following descriptions and 
phrases associated with a good death: “relief from the physical distress of the dying 
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process” (Waldrop, 2009, p. 564), and “life closure, comfortable dying, time to grieve” 
(Waldrop, 2009, p. 559). Others see the ability to sustain previous roles, be able to plan a 
funeral while alive, and dying with dignity as evidence of a good death (Garnett, 
Vandrevala, Hampson, Daly, & Arbrer, 2008; Imhof & Kaskie, 2008).The opportunity to 
make decisions is especially salient to individuals and families. Research suggests that 
when patients and their loved ones discuss end-of-life matters early on, patients are more 
likely to have a comfortable death and their loved ones are less likely to suffer from 
prolonged grief and depression (Duffin, 2008; IOM, 2003; Isger, 2001; Zhang, 2009). 
Studies consistently report the benefit of end-of-life discussions (Bebinger, 2013, 2014; 
Wright et al., 2008). 
Common descriptors or phrases used to refer to good deaths from the social work 
literature include: awareness of a terminal prognosis, symptom control, a peaceful 
experience (e.g., one free from crises), slipping away, a natural death, a quick versus a 
lingering death (Elliot, 2008). These concepts align with the conditions for a good death 
suggested by Cecily Saunders, the founder of the hospice movement, namely, pain 
control, family involvement, and honest dialogue about the individual’s condition (Payne, 
2009).  
Changing perspectives of a good death: roles of religion & spirituality 
Most of the definitions of good deaths in the previous section imply death in a 
medical context.  Yet, prior to the rise of rise of modern sciences and medicine, a good 
death was defined largely from a religious perspective. Several authors, Kellehear (2007), 
a sociologist, and Becker (1973), and Green (2008), anthropologists, have argued that 
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people have coped with their knowledge of death by investing in some version of literal 
or symbolic immortality. Religion is one of the predominant ways of achieving this. 
Leading Unitarian Universalist theologian, Forest Church, famously wrote, "Religion is 
our human response to the dual reality of being alive and having to die" (Cryer, 2011, 
p.5). Dying well in religious terms was “to die at peace with God and one’s neighbor” 
(Walters, 2004, p. 405). Having family and friends around the bedside to serve as 
witnesses of one’s ultimate spiritual victory might have been considered an important 
bonus, but it was not a leading priority. Being free from pain was desirable but not of 
primary importance. As Walters (2004) wrote, “The endurance of suffering might, 
particularly in Roman Catholic culture, enhance the value of one’s death and even lead to 
sainthood as in the famous case of Therese of Lisieux” (p. 405).  
Religious and spiritual orientations toward death accommodate the inevitability of 
death and, for most religions, the belief that death is not necessarily the end of life—or 
the end of an individual’s experiences. Religion and spirituality were not only the 
standard-bearer for a good death for thousands of years, they also gave people a way to 
face, if not welcome, death. While religion and spirituality are both important in the 
context of death and dying, they are not equivalents.  
A religion is a set of texts, practices, and beliefs about the transcendent that are 
shared by a particular group. Deeply religious people often do not fear death; some even 
welcome it because they believe it will take them to a better place (Brody, 2009). 
Spirituality relates to a person's relationship with the transcendent questions that confront 
one as a human being and how a person answers these questions. “Spirituality can be 
11 
 
 
about a relationship with a higher power, but it can also be about nature, art, music, 
family, or community – the beliefs and values that give a person’s life meaning and 
purpose. Spirituality involves such matters as a person's relationships with family 
members or friends; the meaning of the person's illness, suffering, and death; the value of 
the person’s life and what values may persist after the person dies” (Brody, 2009, p. 129). 
While both concepts of religion and spirituality are relevant this section focuses on the 
role of religion. 
Religious traditions ritualize the death process, in part, to remind its followers of 
the impermanence of life. Some religions go further to suggest that whatever lies on the 
other side of death is as real, if not markedly more so, than life itself. These rituals offer 
mourners a sense of victory over death and a way to be at peace with or, at least, not fear 
death.  “Each tradition affirms that one must discover how to outlive the end of the world, 
while yet alive, so that all fears of death die. In this sense, dying becomes one of the 
greatest arts of life, and one of the most difficult to cultivate” (Brody, 2009, p. 129). 
Kramer (1988) emphasizes this assertion when he writes, “From a world religion 
perspective, dying is a sacred art, the final ritual, the last opportunity we have to discover 
life's ultimate meaning and purpose” (p. 47).   
Although the conception of a good death evolved from a religious orientation to 
one derived from a medical orientation, as Walters (2004) described it, is important to 
note that religious beliefs are still very relevant for many people. The role of religious 
beliefs and spirituality is again becoming increasingly recognized in medicine (as 
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evidenced in the Lancet series of articles described in the next paragraph), but it does not 
have a leading voice in the current dominant medical discourse. 
Religion & medicine: medicine’s efforts to integrate religion into the dying process 
Beginning in August of 2005, Lancet published a six-part series of articles on 
end-of-life questions related to the world’s religions of Hindu, Islam, Judaism, 
Buddhism, Christianity, Catholicism, and humanist views. This series is evidence of 
recognition by the British medical community of the importance of religious perspectives 
or traditions regarding end-of-life decision-making in a medical setting.   
A key implication of discovering the patient’s religious tradition is that it can 
clarify the concept of a good death for the patient and his/her family. Another implication 
is the family’s active involvement in the patient’s care. Firth (2005) explains, “The long-
term importance of allowing the right rituals to take place, recognizing the tension 
between allowing for patient autonomy and disclosure and the need for the family to 
make decisions on behalf of the patient needs to be considered” (p. 685).  The placement 
of this work in an influential journal like the Lancet illustrates the recognition by the 
medical community of the importance of considering religious tradition regarding the end 
of life for both the individual and for the family. The application of this knowledge is 
however the far greater challenge—especially in our current fast paced and highly 
technological health care system where individual autonomy is privileged. 
Challenges to quality of life in dying: medicalization of death & dying  
What is the history behind the medicalization of death and dying? Between the 
1880s and the end of World War II, doctors combated disease, dying, and death in 
13 
 
 
hospitals. This era saw the “rise of medical science and the corresponding reality that 
many common causes of death were avoidable” (Walters, 2004, p. 406). “In the mid-
twentieth century there was an explosion of postwar inventiveness: dialysis, the 
respirator, the ventilator, the defibrillator, and the pacemaker all helped to prevent sudden 
death” (Mowe, 2014, p. 2).  
But while advances in medicine prevented many sudden deaths, these advances 
also resulted in prolonging the process of dying—not prolonging the process of living but 
of dying. Starting in the 1930s, death was effectively transferred from the patient’s home 
to the hospital. Within hospitals, doctors and their patients battled against death and 
certain norms took hold. One was the belief that if technology is available, it should be 
used (Fox, 2009). All of these factors are part of the medicalization of death and dying, 
often considered a barrier to a good death. Of this medicalization of death, Gawande 
(2014) writes, “This experiment of making mortality a medical experience is just decades 
old. It is young. And the evidence is it is failing” (p. 8). 
Patients and family members find it difficult to accept news about an impending 
death, and doctors find delivering this news challenging (Keating & Lichtenfeld, 2010; 
Sullivan et al., 2007).  This reticence can manifest in doctors offering treatments that are 
futile and in failing to discuss hospice care and its benefits. For example, Huskamp 
Keating, Malin, Zaslavsky, & Weeks (2009) report that, “More than 40 percent of 
oncologists report offering treatment that doctors believe is unlikely to work” (p. 958).  
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Physician estimates of survival time & inappropriate financial & legal incentives 
Doctors have a difficult task predicting prognoses (Chen, 2012; Christakis & 
Iwashyna, 1998; Sullivan et al., 2007). Because estimating how long someone has to live 
is, at best, an inexact science, patients often do not receive accurate information.  
Christakis and Iwashyna (1998) asked the doctors of almost 500 terminally ill patients to 
estimate how long they thought their patient would survive, and then followed the 
patients. Sixty-three percent of doctors overestimated survival time and seventeen percent 
underestimated it. The average estimate was 530 percent too high. 
Elucidating some historical challenges with prognoses Chen (2012) writes, “After 
struggling for several years with determining their own patients’ prognosis, a group of 
physicians at the University of California in San Francisco set out to collect and study all 
the research that had been done on so called prognostic indexes, tools that help with 
determining general prognosis in older patients” (p. 1). The doctors had assumed there 
would be abundant data to help guide treatment decisions. This was not so.  Chen (2012) 
reported, “Prognosis was rarely, if ever, alluded to in the most popular medical textbooks 
and clinical web sites used by practicing physicians” (p. 2). She discovered that Pubmed, 
the widely used database, had no indexing category for prognosis.  
This absence has not always been the norm. Chen’s research found that predicting 
a patient's life expectancy was a fundamental part of doctoring, and that “Details relating 
to the art and science of prognosticating occupied a prominent position in textbooks, 
journals and conversations with patients” (p. 2).  She argues that this “emphasis began to 
shift as technology advanced, with doctors focusing more and more of their time on 
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treatment and diagnoses… Economic forces reinforced this new emphasis, as it became 
clear that, while the ability to predict the timing of a patient's death was useful, the tools 
to treat and diagnose were profitable” (p. 2). 
Chen continues, “Perhaps even more important, prognosis has now become a 
potent symbol of the limits of medicine. With the growing array of successful treatments 
at hand, doctors often have the power to forestall death” (p. 2). Importantly, she adds, 
“thinking about prognosis means recognizing not only fallibility but also possible 
culpability” (p. 2). 
Add to this, health care systems have only recently begun to give financial 
incentives to staff to have conversations about end-of-life care. In general, financial 
incentives often encourage more tests and treatments (Butler, 2010; Gawande, 2014; 
Murray, 2012). In How Doctors Die, Murray (2012) presents detailed examples from his 
caseload to illustrate the pressures doctors are under to provide life-sustaining treatments. 
He writes, “…even doctors who hate to administer futile care must find a way to address 
the wishes of patients and families” (p. 3). He continues, 
In many ways all the parties are simply victims of a larger system that 
encourages excessive treatment. In some unfortunate cases, doctors use 
the fee-for-service model to do everything they can, no matter how 
pointless, to make money. More commonly, though, doctors are fearful of 
litigation and do whatever they’re asked, with little feedback, to avoid 
getting in trouble (p. 3). 
 
 There are movements afoot to alter these incentives (recent policy changes 
to reimbursement structures are described in this literature review). 
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Challenges to End-of-Life Care in ICUs 
History and role of ICUs 
ICU care is one of the most expensive, technologically advanced and resource-
intensive areas of medical care. ICUs are designed to treat those whose condition is 
potentially reversible and who have a good chance of surviving with intensive care 
treatment support (Luce & Pendergast, 2001). "The primary goals of intensive care 
medicine are to help patients survive acute threats to their lives while preserving and 
restoring the quality of those lives. These goals are frequently achieved, with 
approximately 75% to 90% of patients admitted to intensive care units surviving and 
being discharged” (Luce & Pendergast, 2001, p. 20). However due to the medicalization 
of death and  the lack of referral to hospice and shortage of palliative care, ICUs are, by 
default, placed in the position to usher people into death—a role they were not originally 
designed to play. 
A significant global body of research, clinical, and policy literature exists 
regarding ICUs and end-of-life care.  Furthermore, the literature includes the perspectives 
of multiple healthcare professionals, including physicians, nurses and social workers, as 
well as historians, economists, and journalists. (e.g., Henrich et al., 2011; Wong, 
Liamputtong, Koch, & Rawson, 2015; Yoo, Lee, & Chang, 2008), research performed by 
ICU nurses (e.g., Coombs, 2015; Efstathopi & Walker, 2014; Fridh, 2014; Vanderspank-
Wright, Fothergill-Bourbonnais, Malone-Tucker, & Slivar, 2011) important historical, 
opinion and guideline pieces penned by physicians and other health care professionals 
(e.g., Berlinger, Jennings, & Wolf, 2013; Meyer, Ritholz, Burns, & Truog, 2006; Sviri & 
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Vernon von Heerdon, 2014) and some of the best reviews of the literature, (Papadimos, 
Maldonado, Tripathi, Kothari, & Rosenberg, 2011; Truog et al., 2008). While these 
studies provide insight into health care professionals’ or organizations’ perceptions of 
what families need, studies with the specific aim of understanding the family’s 
perspective are more scarce.   
Family involvement in the ICU at the end of life 
Advances in medical care, mean that there are more choices than ever regarding 
how and when to die: yet families who are not fully informed about their options, or are 
unprepared to make these decisions, often find themselves in the ICU by default. “Most 
patients are too ill or too sedated to participate meaningfully in decision-making in the 
ICU” (Heyland et al., 2003, p. 76).  
Since patient autonomy often decreases while in the ICU, the need for family 
involvement in decision making increases. This is referred to as substitute decision 
making and it is one of the reasons family involvement in the ICU is so central. In recent 
years, ICU physicians and nurses have promoted family-centered care on the basis that 
effective communication with family members is the key to substitute decision-making 
(Azoulay & Sprung, 2004; Berlinger et al., 2013). These researchers found that early and 
effective provision of information to the family, followed by family input into decision-
making, was an effective model of communication. 
A subset of the end-of-life literature focuses specifically on the needs of families 
and patients in ICUs (e.g., Jacob et al., 2016; Meert, Briller, Schim, Thurston, & Kabel, 
2009) and family satisfaction with ICU care (e.g., Heyland et al., 2002; Hinkle, Bosslet, 
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& Torke, 2015; Levy, 2001; Lewis-Newby, Curtis, Martin, & Engelberg, 2011; Stricker, 
Neimann, Bugnon et al., 2007). This research primarily documents what patients and 
families report they need and what providers observe them to need, but provides less 
information on what they have received. There were a several exceptions however. There 
are three studies of note. For example, to describe experiences related to decision-making 
in the ICU and to determine variables associated with overall satisfaction with decision-
making, Heyland and colleagues, who conducted the first study, distributed a validated, 
self-administered questionnaire assessing 21 key aspects of communication and decision-
making to 1123 substitute decision-makers of ICU patients; 789 questionnaires were 
returned (70.3% response rate).  They found that the majority of respondents wanted to 
share decision- making responsibility with physicians and that feeling supported, having 
adequate communication, and receiving the appropriate level of care for their family 
member were key features of satisfaction with decision-making in the ICU.  
A Canadian study of 23 ICUs, the second study of note (Henrich et al., 2011), 
using the same survey instrument as in my study, analyzed responses to the same three 
open-ended questions. The objectives of this study were to identify themes that 
characterize family members’ ICU experiences. Completed surveys were collected from 
880 family members; the response rate was 69% for family members of ICU survivors 
and 57% for family members of ICU non-survivors. Eighty-four percent of respondents 
wrote a comment for at least one of the open-ended items. Most of the respondents were 
female relatives of ICU survivors. Twenty-two themes were identified in this study; 
findings highlighted were the six which were mentioned by at least 5% of all 
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respondents: staff, overall care, compassion/respect for family and patient, 
communication, waiting rooms, and patient rooms.  Within the three themes of quality of 
the staff, overall quality of medical care, and compassion and respect shown to the patient 
and family, positive comments were more common than negative comments. Within the 
remaining three themes: communication with doctors, waiting room, and patient rooms, 
negative comments were more common than positive ones. This Canadian study neither 
focused on the role of social work nor explored the relevance of FCC; nonetheless it 
offers an opportunity for comparison—which I will take up further in the Discussion 
Chapter. 
Considerable effort has been made to improve end-of-life care in the ICU and a 
growing number of studies have sought to evaluate the impact of these initiatives 
(Azoulay & Sprung, 2004; Curtis et al., 2005; Heyland et al., 2003). Much of the 
literature centers on communication and shared decision-making as these are areas that 
have been related to families’ level of satisfaction with the ICU experience (Heyland et 
al., 2003; Pochard et al., 2001).  In a study by Pochard et al., (2001), the third study of 
note, 637 patients and 920 family members in 43 French ICUs (37 adult and six pediatric) 
completed the Hospital Anxiety and Depression Scale. Almost 12% reported receiving 
contradictory medical information, 53.5% did not know the roles of the healthcare 
providers in the ICU and 47% wanted counseling to help cope. Delva and colleagues 
(Delva, Vanoost, Bijtterbier, Lauwers, & Wilmer, 2002) assessed the needs of 200 
relatives of 120 different critical care patients who were given the Critical Care Family 
Needs Inventory to measure family need, and the State version of the State-Trait Anxiety 
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Inventory to measure anxiety of families in the ICU.  Researchers found that family 
members wanted more, and honest, information on the patient's medical condition and 
prognosis.  They also needed assurance about the quality of care the patient was given. 
Another study showed that, in 51 audiotaped discussions that included 214 family 
members, in almost 30% of discussions regarding withdrawing life-support or delivering 
bad news to family members, ICU physicians missed opportunities to provide support or 
information relevant to family decision-making (Curtis et al., 2005).  
It is not only family members who want quality end-of-life care. Professionals 
want to be responsive to family input and are concerned with the lack of quality end-of-
life care in the ICU. To this end, they have published guidelines for decisions on life-
sustaining treatment and care near the end of life (Berlinger et al., 2013; Meyer et al., 
2016 ) and recommendations for better ICU use at the end of life (Angus & Truog, 2016; 
Azoulay & Sprung, 2004).  
Medical associations’ recommendations for ICU improvement 
Several important themes emerge from statements authored by the leading 
medical associations The Society of Critical Care Medicine and the American Thoracic 
Society. These themes center on important non-technical aspect of care. Several articles 
are particularly useful in recommending areas for improvement in ICU care (Jacob et al., 
2016; Papadimos et al., 2011; Truog, Campbell, & Curtis et al., 2008).  A seminal article 
by Truog and colleagues reported that, “Family centered care, which sees patients as 
embedded within a social structure and web of relationships is emerging as a 
comprehensive ideal for end-of-life care in the ICU (Truog et al., 2008, p. 954). An 
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overview article on end-of-life issues in the ICU argued that, “…end-of-life issues do not 
just involve matters of resuscitation, status of advanced directives, and making the patient 
comfortable; existentialism and culture play large roles, not only in regard to the patients, 
but also as to who is providing the care” (Papadimos et al., 2011, p. 46).  This same 
article  includes specific recommendations in the following eight areas: (1) recognizing 
the dying patient; (2) planning for alleviation of symptoms, palliative care, and 
withdrawal of care; (3) advanced directives and decision-making; (4) religion and 
spirituality; (5) diversity; (6) end-of-life communication among medical teams; (7) caring 
for those who provide care; and (8) medical students’ and residents' perceptions of 
education in end-of-life issues (Papadimos et al., 2011). The Society of Critical Care 
Medicine and the American Thoracic Society indicate that there's a “pressing need for 
physicians working in critical care environments to intimately understand problems and 
impediments to physicians’ communication to patients and families, as well as 
physicians’ performance in the arena of end-of-life” (Papadimos et al., 2011, p. 138). 
This focus on family-centered care is germane to the present study and in fact, assumes a 
central role in this study 
Several articles (Efstathopi & Walker, 2014; Papadimos et al., 2011; 
Redinbaugh, Sullivan, Block et al., 2003; Sviri & Vernon von Heerdon, 2014) 
recommend that the psychological well-being of the critical care team itself needs 
attention. One article reported that end-of-life care in the ICU represents a major 
source of stress and is a recognized cause of burnout among healthcare providers 
in critical care medicine (Sviri & Vernon von Heerdon, 2014). The next section 
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presents healthcare’s efforts to mitigate the consequences of the medicalization of 
death and dying. 
Healthcare System Responses to Improve End-of-life Care: Hospice & Palliative 
Care  
 Hospice and palliative care were designed in part to counteract the unintended 
negative consequences of medicalization. Hospice provides comfort-oriented treatment 
for those who are terminally ill. Hospice services are often offered at home, but they also 
occur in nursing homes, hospitals, and special hospice facilities. Traditional care and 
hospice both provide treatment; but differ in their priorities. In traditional medicine, a 
patient’s immediate, short-term quality of life may be compromised—by surgery, 
chemotherapy, or a wide range of other uncomfortable treatments—for the possibility of 
gaining time in the future. In contrast, hospice engages social workers, nurses, 
psychologists, doctors, chaplains, volunteers, music therapists, occupational therapists 
and other specialists to help terminally ill individuals have the fullest possible lives in the 
present (Gawande, 2010). 
People often confuse palliative care with hospice care. Palliative care is a medical 
discipline focused on relieving and preventing patient suffering often at the end-of-life. 
Unlike hospice care, which is reserved for those who are dying, palliative care is 
employed for any patient who is in pain. Palliative care is considered for people in all 
stages of illness, including those in treatment for curable illnesses and those living with 
chronic diseases (Payne, 2009).  
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Unfortunately, the development of these two essential medical disciplines 
(hospice and palliative care) has not solved the problems that accompany the 
medicalization of death. Often times, patients and families are not presented with the 
hospice option, and when they are, it is frequently in the final days of life, when the 
patient and family are least able to benefit. Though the hospice benefit is available 
through health insurance to anyone with a six-months-to-death prognosis (this is being 
changed to 12 months in Massachusetts), the average time in hospice is only six to nine 
days (National Hospice and Palliative Care Organization, 2017). Regrettably, this leaves 
patients and families without the information they need to make better decisions for 
themselves.   
The IOM (2014) states that, “While the clinical fields of hospice and palliative 
care have become more established, the number of specialists in these fields is too small, 
and too few clinicians in primary and specialty fields that entail caring for individuals 
with advanced serious illnesses are proficient in basic palliative care” (p. S-6).  The 
palliative care and hospice movements have done much to improve the quality of dying 
in this country (Morrison, 2010). However, people are not getting referred to these 
programs as soon or as often as would be beneficial (Gawande, 2014). This short time to 
death in hospice care raises the question of whether some patients who are sent to the 
ICU should have instead been sent to hospice. 
Recent Policy Changes to Enhance End-of-Life Care in Medical Settings 
Centers for Medicare & Medicaid Services: Payment for End-of-Life Counseling 
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In the fall of 2015, The Centers for Medicare and Medicaid services (CMS) 
announced two important changes intended to ease the ongoing challenge to improve 
end-of-life care. One change expands the Medicare Choices Model allowing more 
patients to receive services under the Medicare Hospice Benefit without forgoing 
interventions aimed at curbing or controlling a terminal illness. The other change, enacted 
January 1, 2016, reimburses physicians, nurse practitioners and physician assistants who 
offer their patients an opportunity to discuss advance care planning, also known as end-
of-life discussions (The Kaiser Family Foundation Fact Sheet, November 2015). The 
hope is that Medicare beneficiaries can more readily learn about healthcare options that 
are available for end-of-life care, such as palliative care and hospice care and can 
communicate their preferences to doctors and family during these physician- reimbursed 
meetings. 
Changes to Massachusetts state policies  
 Medicare reimbursement for end-of-life discussions dovetails with two recent 
changes in Massachusetts law: (1) doctors are now compensated for consulting with 
patients filling out a MOLST- Medical Orders for Life-Sustaining Treatment—a form 
which details the level of medical intervention wanted by seriously ill patients, and (2) in 
October 2014, Massachusetts began requiring doctors, hospitals, nursing homes and other 
health providers in hospitals to identify patients who are in their last six months of life 
and to offer them end-of-life counseling—at minimum, giving them a pamphlet 
describing end-of-life options. The law does not require counseling but the hope is that, 
when a provider gives a patient a pamphlet, it may pave the way for a conversation 
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(WBUR Commonwealth Health, October 17, 2014). The Massachusetts health insurer, 
Harvard Vanguard, began training primary care doctors in how to help patients create an 
end-of-life plan (WBUR Commonwealth Health, October 17, 2014). This is a significant 
departure from several years ago when Democrats removed end-of-life counseling from 
an initial version of the Affordable Care Act amid contentions that it would lead to “death 
panels.”  
Nevertheless, experts agree that much remains to be done to alter the current ICU 
landscape. “It will take much more than Medicare reimbursements to overcome the 
obstacles to end-of-life conversations. Both patients and doctors are reluctant to talk 
about death and even the willing are unsure when to start” (Boston Globe article July 27, 
2015). Moreover, Forrow, Director of Palliative Care at BIDMC, argues that, “…talks 
and forms are often insufficient to stop the gears of a system built to repair and cure. A 
study last year found that the number of people with advanced directives increased from 
47% in 2000 to 72% in 2010, but that had little effect on how many ended up in the 
hospital, and how many died there. Most of the things that the healthcare system does are 
driven by forces other than what patients themselves want (Boston Globe article July 27, 
2015). 
These policy changes occurred after most of the respondents in my data set died 
in the ICU.  Therefore, the great majority of the data I will be analyzing was gathered 
prior to the Medicare reimbursement changes, so family member comments may not 
reflect this reality.  However, it will be important for future research to study what effects 
these important structural changes have on end-of-life care in and out of ICUs. 
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These policy changes coincided with the recognition of the need for change 
identified by ICU practitioners. An observation made by the American College of Critical 
Care Medicine in their consensus statement outlining recommendations for end-of-life 
care is, “Family centered care, which sees patients as embedded within a social structure 
and web of relationships is emerging as a comprehensive ideal for end-of-life care in the 
ICU (Truog et al., 2008, p. 954)  
The Role of Social Work in ICU End-of-Life Care 
Social workers have long held roles in end-of-life care because they work in a 
wide variety of related practice settings including hospitals, hospices, home care, nursing 
homes, day care and senior centers, health and mental health clinics, welfare and family 
service agencies, and agencies serving immigrants and refugees.  
Social workers are particularly qualified by training and well-suited by mission to 
contribute to end-of-life care; given their psychosocial expertise, social workers often 
assist the interdisciplinary team in formulating treatment plans, identifying resources and 
support services, and providing counseling and practical interventions. Social work is 
certainly not the only profession with relevant skills and knowledge to improve quality of 
life, at the end of life.  However, social work, with its unique multidimensional expertise, 
is an obvious choice if the goal is to increase the number of skilled professionals assisting 
people at the end of life.  
Sheaffer’s (2010) research focuses on needs assessment and other research 
describes social work’s contributions to palliative care.  For example, one particularly 
relevant study by McCormick and colleagues (McCormick, Engelberg, & Curtis, 2007).  
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researched which activities social workers provided to families of patients who die in the 
ICU. The study was conducted at a 350-bed hospital with 65 ICU beds between August 
2003 and March 2004 and found that sixty-two% of the eligible patients received social 
work services. The most frequent activities provided by social workers were discussing 
the family's feelings and offering support around family decision-making. However, 
many scholarly works focused on the ICU and end-of-life care either make little or no 
mention of the contributions of social work or emphasize social work’s limited role.  
Research articles, including several literature reviews, examine the role of the social 
worker in adult critical care (e.g., Hartman-Shea, Hahn, Kraus, Cordts, & Sevransky, 
2011) and frequently argue in favor of the social worker having an increased role in end-
of-life care (e.g., Delva et al, 2002; Rose & Shelton, 2006). Rose and colleague (2006) 
include an extensive review of the literature on communication between family members 
and doctors, describing the many challenges they face in working together and make a 
strong case for the beneficial role of social work in end-of-life ICU care.  
My study specifically explored respondents’ experiences with social work in the 
ICU in order to learn more about the role social work plays in ICU end-of-life care.  In 
the Discussion chapter, I describe current and future roles for social workers in the ICU. 
Summary 
My research explored family members’ experiences of the death of a loved one in 
the ICU.  Although my focus is on the perceptions of family members, the literature 
indicated that wider institutional and societal forces are at work in medical settings. 
These may influence family and medical staff decision-making, roles, communication 
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and other dynamics surrounding the dying process, the dying person and the family. An 
underlying theme is that the patient, family and staff likely desire that the patient have a 
good death, but there may be forces (institutional and societal) that compromise a good 
death. 
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CHAPTER 3: THEORETICAL FRAMEWORKS 
This chapter is organized into two sections. The first presents the family-centered 
care model (FCC) —the primary theoretical and analytic framework informing my data 
analysis and interpretation.  The second section presents important contextual theories for 
understanding sociocultural aspects of death and dying and the medicalization of this 
final stage of life. 
Analytic Lens: Family-Centered Care Theory Applied to Data 
The FCC is a conceptual framework that is a natural fit for this topic. The 
advantages of using the model are its emphasis on the centrality of the family, its 
appreciation of the importance of the family when considering best care practices, and its 
provision of a framework for training medical professionals in ICU end-of-life care. FCC 
is a widely used treatment approach in pediatric care, and in this context, has shown to 
lead to better outcomes (Clay & Parsh, 2016; Williams, Frankel, Campbell, & Deki, 
2000). FCC is emerging as a model of how to provide care in other settings. A 2004 
report (Putting Family-Centered Care Philosophy into Practice) by the Centre for 
Addiction and Mental Health (CAMH), outlined its process of strengthening support to 
family members of persons struggling with mental health and substance use (CAMH, 
2004).  In their article, ”Patient- and Family-Centered Care: It’s Not Just for Pediatrics 
Anymore,” authors Clay and Parsh (2016) report that in hospitals where FCC is part of 
the organization’s culture,  patient, family, and staff satisfaction ratings significantly 
increase, and patients’ health outcomes improve. 
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FCC is an approach to care that contrasts with disease-centered-care, physician-
centered-care, and even patient-centered care. Before providing definitions of FCC and 
reviewing its origins, it is useful to place it in the context of philosophies of medical care. 
The customary model of care historically centered on doctors and diseases and the 
expectation that patients and their families would adopt a passive role.  “Over the past 
half-century, the central relationship in Western medicine—between patient and 
physician—has shifted from paternalism, in which the doctor decides what is in the 
patient’s best interest, to patient-centered care, in which decisions that support an 
individual patient’s needs, goals, and values are made in partnership,” write medical 
ethicists Igel and Lerner (2016, p. 56). They go on to argue that a family-centered 
approach is contributing to the emergence of what they call postautonomy medicine. The 
goal of postautonomy medicine is to “develop a more sophisticated version of self-
determination—one that accounts for how autonomy occurs within specific social and 
cultural contexts” and not one “to restore decision-making power to clinicians” (Igel & 
Lerner, 2016, p. 56). This change has also been written about in the social work literature. 
Social workers Zimmerman and Dabelko (2007) report that, “Hospitals are increasingly 
recognizing the importance of moving away from the traditional medical model of care to 
more collaborative models that integrate patients and families into the planning and 
delivery of healthcare” (p. 33). In their article, they cite research showing that 
collaborative models of care have resulted in increased consumer satisfaction, effective 
team performance, and increased care coordination. One ethicist (Rippin, 2016) describes 
patient- and family-centered care (PFCC) as “replacing a hierarchical, clinician-centered 
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model by treating patients’ loved ones as partners in healing rather than visitors” (p. 73). 
Further she reports that in ICUs, “Patient’s family members, once restricted to 10-minute 
visits … are now invited to be present continually—in some cases during rounds” ( p. 
73). 
As these articles attest, in some health contexts, disease-centered care evolved 
into patient-centered care, and now, in some contexts, patient-centered care has shifted to 
include the family. The term “patient-centered care” is frequently used interchangeably 
with FCC and, in many cases, the term patient- and family-centered care (PFCC) is used. 
Some researchers are careful to note the distinctions. Still others, such as researchers in 
the program for biopsychosocial studies at the University of Rochester who have applied 
quantitative and qualitative research methods to explore the healthcare outcomes 
associated with FCC, prefer the term relationship-centered patient care (Williams et al., 
2000).  Their argument is that it emphasizes that physicians and patients, and at times the 
patients’ families, require a partnership in their efforts to prevent illness or to cope with 
untreatable illness and ensuing death (Williams et al., 2000). Nomenclature aside, it is 
clear that the FCC model is attracting research and practice attention and that death, in 
addition to being viewed as an individual experience, is now being recognized by medical 
settings as a family experience—underscoring the relevance of the FCC lens. 
Before providing information on the emergence of FCC in the ICU, I remind the 
reader of the pediatric origins of FCC.  Kuo and colleagues (Kuo, Houtrow, Arango et al., 
2012) write that, “Midway through the twentieth century, with the increased recognition 
of child/family separation trauma in the inpatient setting, hospital policies were altered to 
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allow for rooming-in, open visiting hours, sibling visits, and accompanying children to 
surgeries” (p. 297). Echoing this time frame, Folley and Shields (2009) write, “Family- 
centered care was developed after World War II, when nursing, then deeply paternalistic, 
had become asynchronous with changing social expectations for the care of hospitalized 
children” (p 164). They credit the development of FCC to efforts by researchers, 
theorists, and advocates from the U.S. and UK and suggest that its acceptance was the 
result of social readiness for change as a result of people’s experience of World War II. 
FCC has been introduced to ICU end-of-life care in some medical systems but 
these efforts are relatively recent.  In a 2002 article, critical care nurse, Henneman, and 
her colleague Cardin (Henneman & Cardin, 2002) wrote, “It is not only inappropriate but 
also impractical to ignore family members waiting outside the double doors to the critical 
care unit. The time has come to embrace the family members of our patients and integrate 
them into a holistic plan of care” (p.19). A recent article by Gerristen and colleagues 
(Gerritsen, Hartog, & Curtis, 2017) describes the increasing recognition of the 
importance of the family in the ICU and offers reasons why clinicians should incorporate 
family into the delivery of critical care. In an important consensus statement by the 
American College of Critical Care Medicine, the authors Truog et al., (2008) write, 
“Family centered care, which sees patients as embedded within a social structure and web 
of relationships, is emerging as a comprehensive ideal for end-of-life care in the ICU” (p. 
954). A recent article (van Mol et al., 2017) reports on research conducted in 2013 in four 
ICUs from a large university medical center in the Netherlands. The researchers’ aim was 
to evaluate the impact of FCC interventions perceived by the relatives of ICU patients 
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and their healthcare providers. Findings suggested that the additional support offered to 
family members increased their perceived quality of care and importantly, that providing 
family-centered care continues to require a change in the mindset of healthcare providers. 
In 2017 the journal Critical Care Medicine published Guidelines for FCC in the neonatal, 
pediatric, and adult ICU to provide clinicians with evidence-based strategies to improve 
the support of the family of critically ill patients (Davidson et al., 2017). Additional 
research on the effectiveness of FCC interventions in ICUs is currently underway 
(Goldfarb, Bibas, Bartlett, Jones, & Khan, 2017).  
Definition and Components of Family-Centered Care 
A useful and concise definition of FCC is the following: “Family-centered care is 
a way of caring for children and their families within health services which ensures that 
care is planned around the whole family, not just the individual child or person, and in 
which all the family members are recognized as care recipients” (Shields et al., 2006). 
FCC, variously referred to as a model, framework or theory, is an evolving concept. 
Descriptions of the model most relevant to end-of-life care follow. 
Based on their review of expert guidelines (Emanuel & Emanuel, 1998; Field & 
Cassel, eds., 1997; National Hospice Organization, 1997) and their analysis of six focus 
groups with 42 bereaved family members held in Arizona, New York and Massachusetts, 
Teno et al., (2001) developed a conceptual model of quality FCC at the end of life. The 
fundamental premise of their model is that “… care at the end of life must be 
simultaneously patient focused and family centered” (p. 744). Consolidating themes from 
these focus groups and the reviewed literature, the authors identified five central elements 
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of patient-focused, family-centered healthcare as follows: 1) provides patients with 
desired physical comfort and emotional support; 2) promotes shared medical decision-
making; 3) provides healthcare and related services that are focused on the needs and 
values of the dying person; 4) attends to the needs and values of those who care for and 
love the dying person; 5) coordinates healthcare and related services to smooth the 
patient and family transitions among sites and types of service (Teno et al., 2001). 
Kuo and colleagues (2012) suggest that, “A consensus definition of FCC practices 
and actions has not been achieved to date.  However, considerable agreement has been 
achieved on FCC principles, developed by groups such as Family Voices, the Maternal 
and Child Health Bureau (MCHB), the American Academy of Pediatrics (AAP), and the 
Institute for Patient- and Family-Centered Care,” (Kuo et al., 2012, p. 297). In 2007, the 
Institute for Family-Centered Care, a national non-profit organization in partnership  with 
the American College of Physicians proposed the following elements of family-centered 
care: 1) recognizing the family as a constant in the child's life; 2) facilitating personal-
professional collaboration at all levels of healthcare; 3) honoring the racial, ethnic, 
cultural, and socioeconomic diversity of families; 4) sharing complete and unbiased 
information with families on a continuous basis; 5) encouraging and facilitating family-
to-family support and networking; 6) responding to child and family developmental 
needs as part of healthcare practices; 7) adopting policies and practices that provide 
families with emotional and financial support; and 8) designing healthcare that is flexible, 
culturally competent, and responsive to family needs (Shields et al., 2006).  In 2016, the 
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same organization modified their description of family centered care and proposed the 
following principles. 
Respect and dignity. Health care practitioners listen to and honor patient 
and family perspectives and choices. Patient and family knowledge, 
values, beliefs and cultural backgrounds are incorporated into the planning 
and delivery of care. 
Information Sharing. Health care practitioners communicate and share 
complete and unbiased information with patients and families in ways that 
are affirming and useful. Patients and families receive timely, complete, 
and accurate information in order to effectively participate in care and 
decision-making. 
Participation. Patients and families are encouraged and supported in 
participating in care and decision-making at the level they choose. 
Collaboration. Patients and families are also included on an institution-
wide basis. Health care leaders collaborate with patients and families in 
policy and program development, implementation, and evaluation; in 
health care facility design; and in professional education, as well as in the 
delivery of care. 
 
Adapted from: Johnson, B. H. & Abraham, M. R. (2012). Partnering with Patients, 
Residents, and Families: A Resource for Leaders of Hospitals, Ambulatory Care Settings, 
and Long-Term Care Communities. Bethesda, MD: Institute for Patient- and Family-
Centered Care. 
 
Focusing their research on the emotional and personal needs of dying patients and 
their families and the ways physicians help or hinder these needs, Wenrich et al., (2003) 
found two domains to be particularly important: 1) emotional support, and 2) 
personalization. The components of emotional support were compassion, responsiveness 
to emotional needs, maintaining hope and a positive attitude, and providing comfort 
through touch. Components of personalization were “treating the whole person and not 
just the disease, making the patient feel unique and special and considering the patient's 
social situation” (p. 241). This article does not present family-centered care as a model 
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per se, rather it references the importance of family-centered care and outlines levels of 
emotional support and personalization important to dying patients and their families.  
Concerning my study, the model has the additional advantage of staying very 
close to the data; and since my data reflected many of the concepts associated with FCC, 
it provided a useful framework for organizing these responses.  
 
Contextual Theories: Providing Essential Background Perspectives  
Structural Theories & Unintended Consequences of Medicalization of Death 
The macro-sociological theories following in the tradition of Weber and Marx 
(Miliband, 1977; Veblen, 1900), which stress frameworks of power and exploitation in 
contrast to the neo-classical economic perspectives that focus on market-driven forces 
(Parkin, 1979), create the backdrop in which medical institutions develop and function. 
This is most evident in allocation of funds and insurance reimbursements. The theory of 
the unintended consequences of purposive (or social) action developed by the sociologist 
Robert Merton (Merton, 1936) sees attention to latent functions as increasing our 
understanding of society. Merton’s theory of the unintended consequences reasons that 
all social interventions have both intended and unintended consequences, some of which 
can be predicted and prevented and others of which are not easily anticipated (Merton, 
1936; Ritzer, 2007, p. 251). Merton’s theory helps us to see how the medicalization of 
death and dying is a major contributor to the mismanagement of death in contemporary 
American society. The unintended consequences of the advancement of medical 
technology include: an overemphasis on applying treatments versus considering whether 
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any treatment should be administered; an overemphasis on the potential positive 
outcomes of treatment and the assumed value of prolonging life; difficulty in predicting 
time to death because of the possibility of applying the next new technology; and medical 
staff difficulty in delivering unwanted news about potential fatality. This theory offers 
explanations of phenomena at institutional and societal levels and provides an 
explanation of why death can be especially difficult in our current biomedical cultural 
context. Bearing in mind this framework helps us understand the complex and 
considerable pressures on families and medical staff when making difficult and weighty 
decisions. 
Theories Considered but not Used for Analysis 
I considered but decided not to include two influential theories that are related to 
the culture of death and dying in hospitals, one developed by Elizabeth Kübler-Ross 
(1969) and the other by Barney Glaser and Anselm Strauss (1965). Though I did not 
apply them, I present them here because both theories are credited with improving end-
of-life care in hospitals and I believe echoes of their work can be heard in the FCC 
model. 
Kübler-Ross (1969), probably the best known theorist on death and dying, 
observed that dying people proceeded through a series of psychological steps or stages 
(denial; anger; bargaining; depression; and acceptance) before they accepted the idea of 
their own death (1969). Her model was also considered applicable to understanding the 
psychological process for those surrounding the loved one. According to Copp (1998) her 
theory is credited with reducing anxiety for professionals by providing a coherent, 
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orderly structure to dying which had previously been perceived as a vague and terrifying 
entity; and with re-awakening and legitimizing the topic of death. According to Seale 
(1998) Kübler-Ross’ work is also credited with influencing Anglo-American doctors to 
be more willing to tell patients directly about their terminal disease and has helped them 
do this more sensitively. 
Her theory provides information about what family members are likely to 
experience following the death of a loved one in the ICU. Further, a family member’s 
place within these psychological stages could color his/her experience of the ICU, and 
account for positive or negative reactions to the care received. However, I did not have 
this information from the respondents so I could not apply the theory directly. 
Glaser and Strauss (1965) developed an influential approach to analyzing the 
interactions between staff and patients dying in hospitals.  It focusses on communication 
and expectations. The authors described four “contexts of awareness” between hospital 
staff and patients with life threatening illnesses; these include closed awareness, 
suspected awareness, mutual pretense and open awareness. In open awareness, 
particularly relevant to this study, both staff and patient know and choose to acknowledge 
in action that the patient is dying. As Copp (1998) describes, Glaser and Strauss wrote 
that this stage can be troubled by ambiguities that produce divergent expectations of 
death and dying. This led to Glaser and Strauss’s later work (1968) on expectations about 
dying.  This work hypothesized a relationship between phases of dying and death 
expectations, and supposed that conflicts and tensions in patient, family and hospital staff 
occur when an expected death trajectory changes. Instances of this can be seen in data 
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from my study and in respondent quotes presented in the results chapters. However, since 
the focus of this study was not divergent expectations, I present the theory here to 
acknowledge the context which surrounds family members’ assessment of their 
experiences in the ICU.  As with Kübler-Ross, Glaser and Strauss are credited with 
influencing health care professionals’ approach to communication and interaction with 
the dying. Copp (1998) argues that their work provided the basis for subsequent research 
into the disclosure of bad news to patients and families. 
Theories specific to my methodological approach: grounded theory and symbolic 
interactionism are presented in the Methods Chapter. 
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CHAPTER 4: METHODS 
This study uses data that was part of a larger hospital quality-improvement effort 
conducted at the Beth Israel Deaconess Medical Center (BIDMC), an urban teaching 
hospital in Boston, Massachusetts. The BIDMC has continuously and systematically 
collected this data from 2008 date to the present.  The primary objectives of the study are 
to gain information from family members about their experiences with the ICU.  The 
original study involved over 26000 family members of patients that were treated in an 
ICU.  My dissertation focuses on a subset of participants, the 693 family members of 
non-survivors who completed at least one-ended question of the 869 completed surveys.  
Study Site 
The Beth Israel Deaconess Medical Center (BIDMC) has a reputation of 
commitment to patient centered care. This commitment, reflected in sections of their 
mission statement below, communicates the stated ideals of this institution:  
To Provide Extraordinary Care, Where the Patient Comes First, Supported 
by World Class Education and Research 
 
The mission of the Beth Israel Deaconess Medical Center is to serve our patients 
compassionately and effectively, and to create a healthy future for them and their 
families. Our mission is supported by our commitment to personalized, excellent 
care for our patients; a workforce committed to individual accountability, mutual 
respect and collaboration; and a commitment to maintaining our financial health. 
We recognize our role as a tertiary/academic resource in a larger health system. 
We look forward to acting collaboratively with our community partners so that 
together we can provide the clinical integration that will best serve our patients. 
The Heart of Caring 
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You expect excellence in clinical care, research, education and community 
outreach from a prominent academic medical center. But we believe what makes 
BIDMC even more remarkable is our spirit. We treat our patients with the utmost 
respect and compassion, as we would our own family members and friends 
(BIDMC website). 
BIDMC has 18 clinical departments, 5 comprehensive care centers (Cancer 
Center, Cardiovascular Institute, Digestive Disease Center, Spine Center, and Transplant 
Institute) and 15 patient and family care services including, for example, Social Work, 
Nutrition Services, Palliative Care Consultation Services, and Pastoral Care. They have 
671 licensed beds, including 493 medical/surgical beds, 77 critical care beds and 60 
OB/GYN beds. The BIDMC’s 77 critical care beds are distributed over nine ICUs. These 
include two medical ICUs, two surgical ICUs, a trauma surgical ICU, two cardiovascular 
ICUs, a coronary care unit, and a medical-surgical ICU. The data were collected from all 
of these ICUs.  
BIDMC clinical social workers are master’s level, licensed professionals with an 
expertise in health and mental health. Medical/Surgical social workers are part of the 
interdisciplinary team assigned to each clinical unit. Every patient care unit has an 
assigned social worker who meets daily with the care team. Any patient or family 
member can request the assistance of a social worker through this team. These licensed 
social workers are available for a variety of issues including: assisting in the adjustment 
to new diagnosis, life altering illness or treatment; helping to facilitate communication 
with the health care team; assisting patients and families in accessing resources including 
referrals to community agencies and treatment providers; and providing support and 
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counseling around end of life care. They are the primary professionals responsible for the 
psycho-social well-being of BIDMC’s patients and families. 
Study Instrument 
The primary instrument used to gather information about family members’ 
experience in the ICU was the “Family Satisfaction in the ICU” (FS-ICU) questionnaire. 
The instrument was designed to measure satisfaction with a critical care experience. It 
was created and validated (Heyland & Tranmor, 2001) in multicenter (Heyland et al., 
2002) cross-cultural (Stricker et al., 2007), and international (Wall et al., 2007) cohorts.  
The “Family Satisfaction in ICU (FS-ICU)” consists of 34 multiple choice 
questions aimed at understanding two main concepts: the family member’s 1) satisfaction 
with overall care (24 items), and 2) satisfaction with decision-making (10 items).  All the 
34 items use a 5 point Likert response scale. A copy of the instrument is available in 
Appendix A and in-depth descriptions of the instrument and its features are also available 
(see Heyland & Tranmor, 2001; Wall et al., 2007).   
In the original study, BIDMC administered the FS-ICU questionnaire to all 
families who had a loved one in the ICU. The specific data I was interested in were the 
narrative comments from family members whose relative died in the ICU. This 
qualitative dissertation focused solely on family members’ responses to the instrument’s 
three open-ended questions about ICU care:  1) Do you have any suggestions on how to 
make care provided in the ICU better? 2) Do you have any comments on things we (ICU 
staff) did well? 3) Any other comments? 
Sample and Data Collection 
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Eligibility criteria for participation in the original study and completion of the FS-
ICU included being a family member of a patient who (a) was cared for in the ICU for 
more than 24 hours; (b) visited the patient while the patient was in the ICU; and (c) could 
communicate in English.  Family members whose loved one survived were interviewed 
in-person by trained staff in the Division of Critical Care Quality at BIDMC.   Family 
members of loved ones who died completed a paper questionnaire mailed to their homes 
six weeks after the death of their loved one.   Completed surveys were collected from 869 
family members; the response rate was 28% (869/3064) for family members of ICU non-
survivors and 3% (767/23,075) for family members of ICU survivors. Eighty percent 
(693/869) of non-survivor respondents wrote a comment for at least one of the open-
ended items. 
Definition of family member: The terms “family member” and “respondent,” used 
throughout the dissertation, refer to a person who could have been a spouse, sibling, 
parent, child, close friend or a person with some other relationship to the patient who is 
documented as next of kin or a health care proxy.  In most cases the respondent was a 
spouse (38% wife; 14% husband) or offspring (21% daughter; 10% son).  The average 
age of the respondent was 62 and the average age of the patient was 81—the standard 
deviation was 13 years for both groups. 
Additional demographic information is presented in the following table. 
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Demographics   
Total Respondents n = 678 n (%) Mean (SD) 
Respondent Age n = 668  62.08 (13.14) 
Respondent Sex n = 677   
     Female 487 (71.9)  
     Male 190 (28.1)  
Relationship to Patient n = 677   
     Wife 260 (38.4)  
     Daughter 141 (20.8)  
     Husband 97 (14.3)  
     Son 65 (9.6)  
     Sister 23 (3.4)  
     Mother 21 (3.1)  
     Partner 17 (2.5)  
     Brother 14 (2.1)  
     Father 1 (0.1)  
     Other 38 (5.6)  
Previous ICU Experience n = 670   
     No 283 (4.2)  
     Yes 387 (57.1)  
Currently Lives with Patient n = 670   
     No 232 (34.6)  
     Yes 438 (65.4)  
Frequency of Contact with Patient n = 
224 
  
     More than weekly 125 (55.8)  
     Weekly 52 (23.2)  
     Monthly 38 (17.0)  
     Yearly 8 (3.6)  
     Less than once a year 1 (0.4)  
Living Distance to Hospital n = 669   
     Local 126 (18.8)  
     Out of Town 543 (81.2)  
Age of Patient n = 677  81.01 (13.57) 
Sex of Patient n = 671   
     Male 399 (59.5)  
     Female 272 (40.5)  
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Procedures/Data Analysis Using Thematic Analysis 
The study explored accounts of the nature and quality of care provided in the ICU 
and its impact on the family, as well as the patient’s end-of-life experience as perceived 
and conveyed by the family member.  An analytic approach informed by an iterative 
thematic analysis (Braun & Clarke, 2006) was used to construct thematic content 
categories from the data. Thematic analysis uses the techniques of grounded theory for 
the development of categories and concepts, and to promote understanding of the 
relationship between the various categories and concepts. Like grounded theory, it 
involves coding and the generation and interpretation of broader patterns in the data.   
In a qualitative content analysis such as Braun and Clarke’s thematic analysis, the 
researcher makes theoretical and other prior assumptions explicit in the construction of 
categories. As such, I used FCC and all of the other reviewed literature to create coding 
categories; I also followed the grounded theory principle that some codes, themes, and 
ideas would be created inductively from a deep immersion in the data.  
Symbolic interactionism traces its origins to Blumer (1969) and Mead (1967) 
who asserted that individuals act according to their interpretation of the meaning of their 
world. The symbolic interactionist perspective tells us that reality, as we perceive it, is a 
social construct produced through ongoing social interaction, and exists only within a 
given social context. Symbolic interaction theory analyzes society by reading the 
subjective meanings that people impose on objects, events, and behaviors. In symbolic 
interactionism, subjective meanings are given priority because it is thought that people 
behave based on what they believe and not on what is “objectively true”. Thus, data 
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provided by families will be seen as their interpretations of what occurred and not 
necessarily “the truth” about what occurred around the death of their family member in 
the ICU. With this focus in mind this study does not report on what actually happened in 
ICU care at BIDMC. Within this context respondent comments are colored by grief, time 
lapse, pre-existing attitudes about medical care and feelings toward their loved one. 
Nonetheless, it is important to use participants’ voices if we are to hear and understand 
people’s stories. They speak of experiences, often without labeling them, and the role of 
the researcher can be to report, interpret and label them. 
NVivo qualitative data software was used to help with data organization, 
management and analysis. The data, which are direct quotes, were uploaded into NVivo 
11. Impressions and questions about areas to highlight in analysis were included in 
memos. These notes and memos were also entered in NVivo.  
Phase 1: Getting familiar with the data 
Data analysis began with multiple readings of the written responses to the open-
ended questions. I read through the entire data set (252 pages) to become familiar with 
the content before entering it into NVivo software coding. Respondents described their 
experiences of care; the majority (over 70%) of the responses was multi-sentence 
elaborations of their experiences. There are also brief answers that are detailed, unique 
and informative. In addition to rich, detailed comments on their experiences of ICU care, 
family members spontaneously wrote about the death of their loved one. They 
commented on how it was handled, when it was well-handled, how it could have been 
handled better, and how they felt about the quality of their loved one’s death.   
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The aim of this phase was to become intimately familiar with the data set’s 
content and to notice what might be relevant to the research questions. Making notes on 
the data was part of the work and during this time I made copious notes on a hard copy of 
the data. 
Braun and Clarke (2012) suggest that note making at this stage “is observational 
and casual rather than systematic and inclusive” (p. 61). Notes, they suggest, would 
typically be a “stream of consciousness rather than polished prose. These notes are 
written solely for the researcher to help with the analytic process. They are memory aids 
that will serve as triggers for coding and analysis” (p. 61). I took seriously this invitation 
---to be observational and casual -- and made notes on the entire data set. This paper and 
pencil exercise facilitated my becoming deeply familiar with the data before I felt I had to 
“do” anything with my observations.  
While I was waiting to receive IRB approval from Boston University, I entered 
into NVivo the sample data that the BIDMC had let me review in order to determine if 
the data were robust enough to warrant a dissertation study. This step provided the 
opportunity to learn NVivo and another kind of opportunity to get familiar with the data. 
In this preliminary phase, I ran many queries allowing me to search on a priori codes 
derived from the literature, FCC and the sample data. I also searched or ran queries on 
terms/words that were not codes (and would not be codes) to get familiar with the data. 
For example, I searched on the terms “thank you”, “kind”, and “respect” to see what 
kinds of comments surrounded expressions of gratitude and other positive experiences. I 
also ran searches on the terms awful, terrible, and bad to get an overall sense of 
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respondents’ negative experiences. I employed a number of notetaking approaches 
available with the NVivo software (e.g., writing comments in memos and underlining 
portions of the data) to highlight items of potential interest.  Upon the conclusion of the 
IRB process, I uploaded the data into NVivo.  
Phase 2: Generating initial codes and creating the codebook 
Codes identify and provide a label for an aspect of the data that is relevant to the 
research question.  In phase one, described above, I examined how individuals wrote 
about their interactions with the health care staff, the environment of the ICU, and the 
patient/family member. That examination (open coding) created one source for potential 
codes. Some examples of the themes that surfaced during open coding include statements 
of appreciation, comments about ICU not otherwise categorized, before/after experiences 
(e.g. before/after a DNR order), and care provided at other parts of the hospital or other 
hospitals.  
Central to my codebook creation were categories of care specifically associated 
with FCC—the first type of code. The FCC codes are emotional support, communication, 
surroundings and environment, respect and dignity, patient physical comfort, 
participation, family physical comfort, coordinated care, and collaboration. Themes 
from the research literature on family members who had a loved one that was treated 
(and may or may not have survived) in the ICU provided a second source of codes. 
Examples of these themes include quality of staff, quality of care, staff availability, family 
opportunity to say goodbye, and family access to the patient. A third category of codes 
referred to as codes of special interest to the study were included in the codebook. These 
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include death (direct mentions), ICU technology, spiritual care, other cultural 
considerations, and social work, the code associated with the fourth research question. 
Finally, several misc codes were added as a fourth source to capture any additional data 
that seemed like it might be relevant or important as the responses were being coded. 
This phase of data analysis included the generation of the codebook. There were roughly 
9 steps to my codebook development:  
1. Labeled content in data. As mentioned above, I unsystematically made notes 
while reading through a hard copy of the data. I simply named things as I read them, 
wrote words (labels) in the margins.  
 
2. Labeled topics in literature. I did something similar as I reviewed the literature. I 
noted categories, themes, and experiences mentioned in the literature that I imagined 
might be good codes. I made a note on the hard copy of the article if I thought it would be 
a useful source of codes.  
 
3. Used other relevant sources. I also created a document where I collected concepts 
from a variety of sources (heard in relevant talks, read in the Boston Globe, other) that 
seemed like they would be potential codes. 
 
4. Reviewed definitions of family-centered care. I collected a variety of definitions 
of FCC from the literature. Because FCC is rooted in pediatric medicine, not all 
definitions were applicable. Following the recommendation of my committee during my 
proposal hearing, I chose definitions to use for data analysis and reviewed the selected 
definitions with my first reader. I met with committee member, Dr. Judith Gonyea, who 
is particularly knowledgeable about FCC, to review and confirm my selection. These 
definitions would later be operationalized into codes. To operationalize FCC into coding 
categories, I used the following three sources that were cited in the theory chapter 
(Institute for Family-Centered Care, 2016; Shields et al., 2006; Teno et al., 2001; 
Wenrich et al., 2003) and an additional two sources from the literature review (Henrich et 
al., 2011 and Wong et al., 2015). 
 
5. Created the codebook. I aggregated all relevant concepts—as well as their 
sources-- into one Word document. I then translated the concepts to nodes in NVivo.  
 
6. Created categories and sub-categories. The next step was the creation of families 
of codes and sub codes or categories within them; these came primarily but not 
exclusively from operationalizing the FCC definitions.  
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7.        Consulted with NVivo specialist. I next met with the NVivo technical and content 
specialist at BU so I could download the data set into NVivo and would be able to create 
case classifications within the data and run queries on these case classifications. During 
this meeting I also consulted him on analytic strategies. He highly recommended that I 
use fewer codes and confirmed that I could code for subthemes later in the analytic 
process. This made intuitive, practical and technical sense to me. Consequently I only 
used the parent codes (listed above) to code the data. 
 
8. Streamlined the codebook. I then created a streamlined codebook in Word and 
returned to NVivo to create the nodes I would use to code my data.  
 
9. Established interrater reliability and addressed threats to validity. During this 
time, I was also establishing interrater reliability practices. See section below labeled 
Addressing threats to validity for a description of this process. 
 
Addressing threats to validity. Because I was the sole coder, I needed to include 
additional steps to address validity and reliability. Creswell (2013) identifies several 
measures to safeguard validity that I incorporated in this study. First, the coding structure 
and all coding modifications were discussed with my first reader. Second, the coding of 
multiple responses was discussed with my first reader in order to further refine the coding 
structure.  Then I sent my first reader documents that included random samples of 
respondent quotes to enable an independent reading and coding of the data. At other 
times I sent her a sample of respondent quotes, with the codes I had assigned to the 
excerpt, for her review. She reviewed all the excerpts. We discussed divergent opinions 
until we reached agreement. We reviewed over 174 cases via this process. This was 
greater than 25% of the data. I noted our comments and conventions. This form of review 
was used to seek alternative explanations to my propositions, and to avoid biases or 
efforts to force interpretations.  I wrote memos (see Appendix C) to capture uncertainties, 
decisions, indecision, and reactions to the material that may have biased my analysis. As 
a measure of reliability (Creswell, 2013) and in an effort to reduce bias (Miles, 
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Huberman, & Saldana, 2014), all notes and memos were sent to my first reader for 
review. Because of her FCC expertise, I met with an additional committee member to 
solicit her guidance on the codebook and my efforts to address threats to validity. Once 
interrater reliability was established, I coded the entire data set with the completed 
codebook. 
As mentioned above, the codes I developed came from multiple sources: some 
were derived directly from the words used by participants, whereas other codes were 
derived from the family-centered care literature. For example, descriptions of 
participants’ experiences of getting their questions answered were coded with the label, 
“communication,” a concept addressing the information sharing aspect of experience in 
FCC theory. Once identified, an extract of data was coded and the text associated with it 
marked. A portion of data can receive more than one code; in most cases multiple codes 
were applied to a chunk of data. I discuss this in further detail and provide examples in 
the section labeled, “challenges in the development of themes,” in this chapter. 
Data analysis paid particular attention to what surviving family members said 
about their experiences with social work. While there is important literature regarding 
social workers in end-of-life care, little literature focuses on the role of social workers 
regarding the family members of patients who die in the ICU (Delva, Vanoost, 
Bijtterbier, Lauwers & Wilmer, 2002; Rose & Shelton, 2006). In this case the code, 
“social work,” was simply added to the codebook. Braun and Clarke write that this phase 
two of data analysis begins the systematic analysis of the data. After the data set was 
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completely coded, I was in a position to begin what I considered the formal phase of data 
analysis. 
Phase 3: Searching for themes 
Drawing upon a cumulative familiarity with the responses, analysis moved from 
identifying codes to searching for themes. “Searching for themes is an active process, that 
is, themes are generated rather than discovered,” according to Braun and Clarke (2006, p. 
82). In my experience, themes were both generated and discovered. This process 
involved studying the coded data to identify themes or sub-categories within the codes I 
had created. This activity began via a lengthy and iterative process involving running 
queries in NVivo. Reports were generated using NVivo for each node that would be 
analyzed. These reports included all references or data pieces presented by node. I took 
major codes such as communication, emotional support, respect and dignity, staff quality, 
and participation and ran them in combination with the code positive or negative. For 
example to capture what respondents said about their communication related experiences, 
I ran one query using the terms communication and negative and a second query using 
the terms communication and positive.  The combination of communication and negative 
generated 116 quotes; the combination of communication and positive generated 192 
quotes.  
Within each node, all references were further analyzed by reading through the 
quotes multiple times. I read through all the results with an eye towards identifying 
themes and patterns. A theme, or subtheme, captures something important about the data 
in relation to the research question, and represents some level of patterned response or 
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meaning within the data set, explain Braun and Clarke (2006, p. 82). During this phase, 
as in the initial review of the data, I made notes in the margins identifying patterns, 
nuances, and areas of similarity within codes. I then circled back to an electronic version 
of the document and organized the quotes within the identified themes. I divided the 
results into positive and negative examples of the phenomenon, if they were not already 
separated, and created subthemes within both the positive and negative groupings. 
Chapter 5 presents compilations of these query results. 
I reviewed the themes once the quotes were clustered together under the theme 
heading to see if the themes held up. I reviewed themes in comparison to other themes 
within the code. For example once all the quotes that represented family access to patient 
as it relates to death were together, I saw that there were patterns within that theme, such 
as access to patient before death, access to patient during death and access to patient 
after death, and consequently created additional themes. Upon further review, I decided 
not to highlight these distinctions and placed all of the quotes under the theme family 
access to patient as it relates to death. These decisions are described in greater detail in a 
section on the challenges in the development of themes in the paragraphs that follow. 
Challenges in the development of themes. I found I needed to strike a balance 
between capturing distinctions in the data and not slicing the data too thinly. For 
example, when reading through the results of, “family access to patient,” I identified the 
following four themes (and three associated subthemes) and organized the quotes within 
them: 1) family access to patient—general: positive and negative, 2) being in the room, 
subtheme-spending the night, 3) physical contact with the body, 4) family access to 
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patient as it relates to death, subthemes- a) access to patient during death, b) access to 
patient after death. After reviewing these themes and the examples with my first reader I 
decided to eliminate the distinction between “access to the patient during death” and 
“access to the patient after death” and instead merged them under the theme “family 
access to the patient as it relates to death.”  I also merged “being in the room” and 
“spending the night” into one combined theme, “being in the room/spending the night.” I 
also removed the theme “physical contact with the body” because there were only a few 
examples, and instead placed those quotes under the general heading of “family access to 
patient”. Finally, as referenced in the previous paragraph, negative and positive examples 
(to the extent that both exist) are placed within the theme so the themes for the code 
“family access to patient” now look like this: 1) family access to patient--general, 2) 
being in the room/spending the night, and 3) family access to patient as it relates to death.  
Another example of a decision to merge themes while still capturing distinctions 
follows.  While studying the results of the code family physical comfort I originally 
created the following themes: 1) family physical comfort general – negative and positive, 
2) availability or lack thereof of comfortable places to be/wait, 3) availability or lack 
thereof of comfortable places to sleep. After a careful review of the examples I decided 
that these themes were unnecessarily detailed and that the theme family physical comfort 
was specific enough for the purposes of this project. The details enumerated in the 
themes I originally generated will instead be included in a summary statement that 
appears in the results chapter. For example, I wrote: The following quotes describe the 
efforts staff made to help family members be comfortable.  Most refer to the availability 
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or lack thereof of comfortable places to be, to wait or to sleep; some are more general 
comments about their experience of the staffs concern for their wellbeing or comfort. 
Another challenge in the development of themes is that many quotes fit into more 
than one theme. For example, this quote belongs to family physical comfort as well as 
family access to the patient. 
His night nurse was excellent!! Not only did she care for him, but 
she brought me a reclining chair, warm blanket, toothbrush, 
toothpaste and towels so I could stay with him through the night.  
 
I decided to place it in family physical comfort although a strong argument can be made 
for labeling it family access to the patient. If this were a quantitative analysis and I were 
doing a count, the quote could remain in all applicable categories but my goal in 
presenting quotes is to give a feel for the data and spare the reader having to see the same 
quote in multiple places. 
There was also a good bit of overlap in the material for the codes family physical 
comfort and surroundings and environment. It might be that all of family physical 
discomfort was a matter surroundings and environment but that was not a compelling 
argument for eliminating the category family physical comfort. The following five quotes 
illustrate this overlap. 
 The only thing that I could suggest is that more comfortable chairs be put in the 
waiting room, as waiting and trying to stay awake for 2 days is very difficult.  
 
 When family members stayed overnight we were not given cots or blankets. It was 
very uncomfortable. Maybe have a chair that reclines. 
 
 Yes, we provided around the clock companionship to my dad but the chairs were 
very uncomfortable and impossible to nap in. 
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 In any hospital or ICU there are never enough chairs for family members to sit in, 
so we have to end up sitting on the bed of the patient which is awkward and 
uncomfortable.   
 
 Everyone was very caring.  Cots were provided for our comfort.  I was very 
pleased -- it was very comforting and I appreciate that level of compassion 
showed.  
 
An additional challenge was analyzing or categorizing respondent 
recommendations. Rather than have a third category called, “recommendations,” in 
addition to positive and negative categories, I decided to house recommendations with 
the responses I coded negative. I realize that, in some cases, it is a leap to assume the 
recommendation came from a negative experience or the absence of a positive 
experience. Since I have retained the original language, I believe it will be easy for the 
reader to judge accordingly. For example: One respondent wrote, “Put down the bedside 
rails at some point so the family can have some physical contact with the patient 
especially if he/she is immobile. Allow the family to be in the room when life support is 
turned off.”  It is an inference to assume that the bedside rails were not put down and that 
the family may not have been in the room when life support was turned off. It is a 
reasonable inference to assume this, but it is still an inference. It is possible that these 
things happened and they were good and that is why the family is recommending it. What 
is most important is that the quote delivers useful information about what the family 
member finds helpful. 
In order to preserve the context of the family member’s full response to the 
question asked, I coded the entire response with multiple codes rather than breaking up 
the response and coding topics within it separately. Consequently, the coded excerpt 
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appeared in multiple query outputs. During a later stage of the analysis, quotes were 
pared from the longer coded responses so that only necessary text and needed context 
was kept for representing the particular theme. 
Two other important activities in this stage of the analytic process were the 
exploration of the relationship between themes (for example, the relationship between 
family physical comfort, surroundings and environment and family access to patient), and 
attention to how themes work together in telling an overall story. “Good themes are 
distinctive and, to some extent, stand alone, but they also need to work together as a 
whole (Braun & Clarke, 2012, p. 65).  The challenge described earlier -- deciding where 
to place quotes that fit into multiple categories--also illustrate how themes work together 
as a whole: surroundings and environment contribute to family physical comfort which in 
turn made family access to the patient more possible or at the very least more 
comfortable. 
Braun and Clarke recommend completing this phase with a thematic map or table 
outlining the proposed themes, and collating all the data extracts relevant to each theme, 
in preparation for the process of reviewing the themes. I created a document listing the 
proposed themes and sub-themes (Appendix D). I also compiled data extracts relevant to 
each theme. I did not collate all of the data extracts relevant to each theme in these 
compilations due to the sheer volume of my data. Comments from these 683 respondents 
resulted in many thousands of quotes and, as table 1 indicated, as many as 578 examples 
of one theme. I did, however, read all of the data in the query output for each code 
multiple times to be sure that the quotes I chose for the aforementioned compilations 
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represented all of the quotes in the query output. That is, I made sure that each unique 
idea was represented in the selection I compiled. In some cases, these compilations 
include many more quotes or examples than are needed to represent an idea; my aim in 
doing this was to provide the reader a richer experience of the phenomenon.  
In this phase, Braun and Clarke suggest that the developing themes are reviewed 
in relation to the entire data set in order to generate themes linked to the research 
questions. To that end, I created a set of themes that illuminated elements of family 
members’ experiences in the ICU—both in general and as they related to FCC and to 
social work. My goal was to create a set of themes that captured the most important and 
relevant elements of the data. Braun and Clarke suggest an additional rereading of all the 
data to determine whether the themes capture the entire data set or only an aspect of it. I 
would argue that my themes captured the entire data set. Finally, themes and sub-themes 
were labeled and illustrative quotes were selected.  
Phases 4 & 5: Defining and naming themes 
Braun and Clarke describe a fifth phase. They suggest that a good thematic 
analysis is one that will have themes that: a) do not try to do too much; b) are related but 
do not overlap, and c) directly address the research question. They also suggest that sub-
themes might be identified during this phase. I found this work inseparable from analytic 
activities performed in phases 3 and 4 as described above. For me, this phase constituted 
settling on themes I had identified and distinguishing sub-themes from descriptions of the 
theme that did not rise to the level of a theme. For example, of the 353 references to 
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emotional support, only 20 referred to negative experiences. Those 20 reports included 
comments about providers being brusque, impatient, lacking in empathy or sensitivity, or 
being absent at a critical time. Within these overall negative experiences, sub-themes 
were not prominent, consequently examples were simply sorted into positive and 
negative or helpful or unhelpful categories. Likewise, the reports of coordinated care 
were generally characterized by inconsistency of staff, inconsistency of information, and 
poor timing, and while negative experiences clustered in these patterns, they too did not 
rise to the level of constituting sub-themes. 
In some cases, the sub-themes I identified were not particularly dynamic but if 
other research included them, I chose to represent them for their comparative value. For 
example, the Canada study by Henrich and colleagues (2011) reported on family member 
experiences of parking, seating, and patient and waiting rooms. I included them in the 
results chapter with these same labels but also grouped them together under the theme  
surroundings and environment as that label is more theme-like than chairs or snacks or 
parking (all of which were important to family members). I use this example to make 
another point about the analytic process: negative and positive comments regarding 
surroundings and environment are grouped in the following categories: a) chairs or 
seating/beds (not enough, not the right kind, not comfortable), b) noise/quiet, c) waiting 
rooms, d) parking, e) snacks, f) patient rooms, g) cleanliness, h) access to building, i) 
space for quiet conversation. These categories are neither mutually exclusive nor 
necessarily parallel. For example complaints about the waiting room or patient rooms 
often included complaints about the seating. Because I was not trying to provide numeric 
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counts of these themes and because I didn’t see other disadvantages of this overlap, I 
didn’t look for a solution to the generic problem of overlapping themes in this case. 
 Finally, when discussing overlapping themes, the reports associated with the 
theme staff quality deserve mention because all the themes previously mentioned above 
involve some type of staff delivery of care and cannot necessarily be separated from staff 
quality. Staff quality turned out to be a very important category for family members and 
was the code most frequently applied in my study. As one could imagine, this code was 
pertinent to the good or bad experiences about which family members commented and 
could be thought to infuse other content areas such as emotional support, communication 
and respect and dignity, all associated with or delivered by a staff member.  In the 
Results Chapter, I provide examples and quotes that show how I resolved issues of 
potential overlap, for example, between staff quality and emotional support. 
Phase 6: Illustrating findings 
Respondent and staff names used in the dissertation are pseudonyms; other 
identifying pieces of information, such as dates of care have also been changed to protect 
the privacy of respondents, patients and staff. 
 When selecting quotes to present in the results chapter, I intentionally chose 
examples (when possible) in which the impact or implication of the highlighted behavior 
was included. For example the following quote not only describes the presence of 
positive communication but also references the positive outcome of this communication: 
“…so a decision could be reached.”  
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“Drs. had an excellent approach and dialog with our family when bad news had to 
be given; gave information, insight and options in a kind & respectful way that 
everyone could understand so a decision could be reached.”  
I also included examples that did not explicitly refer to implications of the 
behavior but, when I could, I thought it was important to show how family members 
made sense of the impact of these aspects of care. After reviewing all the data and the 
defined themes, I observed additional patterns in the data. These were observations of 
patterns across themes. One of these patterns was compound themes or co-occurring 
themes. Another pattern concerned the tone of the material. These patterns include 
statements of appreciation as well as the use of superlatives such as, “they went above 
and beyond,” and idioms such as “they treated us like family” and “they did everything 
anyone could do.”  
Braun and Clarke write, “Even descriptive thematic analysis needs to go beyond 
description to make an argument that answers the research question” (p. 68). The purpose 
of this phase is to provide a compelling story about the data based on the analysis. One of 
the “stories” I will tell is the extent to which family experiences overwhelmingly 
reflected the presence of elements of the FCC model. Other “stories” or interpretations of 
the data came from analyses of these patterns across themes. This level of analysis is 
presented in the Discussion Chapter. 
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CHAPTER 5: RESULTS 
Nature of the Data 
Respondents described a broad range of situations and interactions between 
family members and ICU staff. The length of these descriptions varied significantly. The 
majority (over 70%) of the responses are multi-sentence comments. As well, many 
briefer answers are detailed, specific and informative.  Content focused on a range of ICU 
experiences, for example, the actual care their loved one received, the dilemmas they 
themselves faced in making decisions, the roles and behavior of the staff they 
encountered, and whether personal expectations were met.  Appearing repeatedly across 
the data were family member comments reflecting emotional experiences. The majority 
reported being met with kindness, compassion, respect, and care and frequently used 
superlatives to describe these experiences.  
This chapter provides the findings for all of the study’s research questions. It 
presents the results of the analysis of data related to Family-centered care (FCC) 
concepts, non-FCC concepts found in the literature, and researcher-identified concepts.     
Overview of Results  
This study set out to answer the following research questions: (1) To what extent 
do family members’ experiences in the ICU reflect the presence of elements of the family-
centered care model? (2) What ICU experiences did family members perceive to be 
helpful and beneficial aspects of care of their loved one and themselves before, during 
and after the death? (3) What ICU experiences did family members perceive to be 
unhelpful or harmful aspects of care of their loved one and themselves before, during and 
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after the death? (4) What information emerges about social workers’ interactions with 
family members?  
Findings related to FCC (RQ1) 
Families’ reports of their ICU experiences overwhelmingly reflect the presence of 
family-centered care concepts.  Family member responses echoed all 9 elements of the 
FCC model: 1) emotional support, 2) communication, 3) surroundings and environment, 
4) respect and dignity, 5) patient physical comfort, 6) participation, 7) family physical 
comfort, 8) coordinated care, and 9) collaboration.  
While FCC concepts appear frequently in family member responses, indicating 
that the concepts had great relevance to family members’ experiences, FCC concepts 
were not the only elements of care important to them. My research revealed five 
additional elements of care important to family members that are not included in the FCC 
model: 1) quality of the staff, 2) quality of care, 3) staff availability, 4) an opportunity for 
the family to say goodbye to the patient, and 5) family access to the patient. As Table 1 
below indicates, the quality of the staff was the aspect of family members’ experience 
most commented on.  
The data also reflect concepts of special interest for this study--codes generated 
by my interest in end-of-life care. Table 1 shows elements from FCC, from the research 
and clinical literature not included in FCC, and codes of special interest for this study. 
This table captures the number of times family members’ responses included a reference 
to a component of FCC, or a care concept from the literature, or a concept generated by 
me. The 9 FCC and 5 literature-based elements of care are ordered by the frequency with 
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which they were identified in family members’ comments. Special interest concepts are 
included in the bottom (end) of the table. These are not parallel categories with the 14 
elements of care mentioned above. That is they represent areas of interest to me that are 
not necessarily categories of care.  
Of note, it is unusual to begin the results chapter of a qualitative study with a 
quantitative table.  I’m presenting the information this way for several reasons. While my 
main interest was in analyzing the content and texture of the quotes, I believe that the 
sheer number of responses lend themselves to a brief quantitative glance in the form of a 
frequency table. Responses from 683 respondents compose an unusually large data set for 
a qualitative study and a rich source of information. This table shows the relative 
frequency of the number of times a code was applied to the data. This is one of the few 
instances in which I chose to count an aspect of the data. 
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  Table 1: FCC Codes, Literature-based Codes, and Codes of special interest for this 
study. 
Source  All Codes  Code frequency 
 (positive & negative 
 combined) 
Literature Staff Quality  578* 
FCC Emotional Support  353 
FCC Information/communication 339 
Literature Quality Care  290 
FCC Surroundings & Environment  106 
FCC Respect and Dignity  105 
FCC Patient’s Physical comfort 69 
FCC Coordinated care  50 
FCC Participation: Family and/or PT  48 
FCC Family Physical comfort 39 
Literature Staff availability 32 
Literature Family opportunity to say goodbye 27 
Literature Family access to the patient  22 
FCC Collaboration  15 
Special Interest Death (explicit references) 165 
Special Interest Attention to Spiritual Needs  44 
Special Interest Social Worker Role  36 
Special Interest Observations across themes  
* Note: The big drop off in numbers does not mean that items with lower numbers were not 
important to family members. From respondents’ narrative comments, it is clear that all these 
elements are important to them.  These numbers reflect responses to open-ended questions. 
Responses reveal what family members spontaneously chose to report, that is, the thoughts that 
were on the top of their mind rather than a comprehensive list of every experience they had in the 
ICU.  The importance of these numbers is that they help to demonstrate the relevance of FCC.  
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Findings related to helpful and unhelpful (RQs 2 and 3) 
The ICU experiences that family members perceived to be helpful and beneficial 
aspects of care before, during and after the death, reflect FCC concepts and elements of 
care described in the literature that are not part of the FCC model. The ICU experiences 
that family members perceived to be unhelpful or harmful aspects of care included the 
absence of FCC concepts and the absence of other elements of care found in the 
literature.   
The FCC and non-FCC categories family members mentioned most frequently 
were:  quality of the staff, emotional support, information and communication, quality 
care, and surroundings and environment.  Family members described many positive 
experiences of the care received, both medical and emotional, and frequently used 
superlatives to describe their experiences. In fact, comments were positive overall. 
“Complaints” or dissatisfaction with ICU experiences frequently centered on the 
surroundings and environment of the ICU, or the institution more generally. Other 
powerfully negative experiences regarding communication, interactions with the staff, 
and lack of coordination were also described. Though rare, these examples are 
compelling as will be apparent when respondents’ narrative comments are presented. 
The full scope of findings related to this question -- aspects of care that 
respondents found more and less helpful-- might not come as a surprise to those familiar 
with hospital visits. What is surprising is the dominance of positive experiences. This 
finding is in contrast to the study by Henrich and colleagues (2011) of 23 ICUs in Canada 
that found a considerably lower showing of positive experiences. The preponderance of 
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positive experiences in the BIDMC is noteworthy and will be considered further in 
Chapter 6. 
Findings related to Social Work (RQ 4)   
A minimal number of comments concerned the role of social work and social 
workers.  Comments were generally positive, with some exceptions. Most of the positive 
comments were relatively nonspecific though a few mentioned particular tasks social 
workers provided that were helpful. Several comments indicated a mixed experience with 
social work. Comments about nurses greatly outnumbered comments about all other staff. 
  Results 
Presence of Family-Centered Care Elements  
Table 1 addresses the question of the presence of elements of FCC in two ways: 
the frequency of respondent comments related to FCC (see bolded items) is illustrated 
along with the frequency of respondent comments that were non-FCC-related; and the 
FCC concepts are rank ordered by the frequency with which they were mentioned by 
family members.  
The data overwhelmingly reflect the presence of family-centered care concepts in 
families’ ICU experiences. As displayed in Table1, the frequency with which FCC 
concepts were present in the data provides a quick and comprehensive answer to this 
research question.  
Table 2 displays only the 9 FCC concepts and rank orders them by the frequency 
of their identification by family members. The table only indicates whether the FCC 
concept was present in the respondents’ narrative comments, and not whether 
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respondents experienced the FCC concept in a positive or negative way. Thus, both 
positive and negative experiences related to FCC are reflected in the table’s totals.  
 Table 2: FCC Elements: Rank Ordering by Frequency 
Family-Centered Care Elements   Frequency of Identification 
  (Positive and Negative Comments Combined) 
Emotional Support  
 
353 
Information/communication 
 
339 
Surroundings & Environment  
 
106 
Respect and Dignity  
 
105 
Patient’s Physical comfort 
 
69 
Coordinated care  
 
50 
Participation Family and/or PT  
 
48 
Family Physical comfort 
 
39 
Collaboration 15 
 
The majority of responses represent positive experiences. Family members’ 
negative experiences often reflected the absence of FCC-related behaviors on the part of 
staff. That is, explicit references to a lack of FCC-related actions, present in the family 
members’ negative comments, confirms the relevance of the FCC model in assessing 
ICU care in the same way that the presence of FCC elements in the family members’ 
positive comments do.  
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Helpful and Unhelpful ICU Experiences: Family-centered Care Elements 
To answer the research questions concerning ICU experiences perceived to be 
helpful or harmful, I examined family member comments using all of the elements of 
care, both the FCC concepts and concepts derived from the literature. Here I present 
FCC-associated concepts in order of frequency as presented in Table 2.  
In the results that follow, family members’ positive experiences in most cases 
suggest what was helpful to them, and family members’ negative experiences indicate 
what was not helpful or what they perceived to be harmful. In addition to the presence of 
good things, the absence of bad things will be considered to indicate what was helpful. 
And the presence of bad things and the absence of good things indicate what was 
perceived as not helpful or harmful.  
Exemplar quotes for each concept follow a brief description of the concept. All 
names and other identifying pieces of information, such as dates of care, have been 
changed throughout the quotes. In most cases, I present family member comments 
verbatim and have not changed misspellings or grammatical errors. 
As table 2 indicates, the two most frequently mentioned FCC elements (themes) 
were emotional support and information/communication.  
Theme: Emotional support 
Emotional support was the FCC element that came with the most elaboration and 
emotional language. Family members described feeling cared about, being treated with 
compassion and kindness, feeling like their loved one was treated kindly and 
compassionately, and in the words of one person, “as if the patient was the provider’s 
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own family member.” Positive experiences of emotional support clustered around three 
subthemes: a) emotional support specific to death including support with and through 
difficult decision making; b) impact of emotional support; and c) general comments 
regarding compassion, empathy, care, concern, and support.  I gave “impact” its own 
category in identifying subtheme b, to emphasize that some family members noted that 
emotional support had a result—it led to a positive conclusion for them.  (Note: there is a 
slight overlap in some categories.)  Representative quotes related to each of these sub-
themes follow: 
a) Emotional support specific to death, including support with and 
through difficult decision making 
“As a Registered Nurse in a small community hospital, it is nice to see that great 
care (superb!) can be given in a larger tertiary center.  Having to make the 
decision to end his mother's life was the most difficult one my husband has had 
and will probably ever have to make.  The nurses and social workers were there at 
that difficult time to support his decision.” 
 
“The courtesy, respect, and procedures offered to us at the "end of life" for M was 
an unexpected but much appreciated blessing and gift given to his family by the 
ICU staff.  Thank you for your expertise, care, concern and support during a 
difficult time.  It made a world of difference in many ways.” 
 
“We had a meeting with physician and nurse staff, siblings to decide on 
withdrawing support and letting my father die peacefully, given little hope for 
survival. This meeting was very constructive, supportive and helpful in making 
this decision easier.” 
 
“In particular myself, but the family in general, was extremely well supported 
around the decision to remove life support. We were guided through the process 
with great care and sensitivity.” 
 
“The physician and nurse were unbelievably compassionate to my father and my 
family. We were really so moved by their level of compassion and expertise and 
kindness. The Dr. was young but could not have been more empathic if he had 
been in the field for years. Also, it was so reassuring to hear both the Dr. and 
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nurse tell us (after my Dad had died) that we had made the right decision re: no 
extraordinary measures. Very comforting to hear that.” 
 
b) Impact of emotional support  
 
“A special thank you to the resp therapist on duty the night of Monday, Sept 
27…I will forever have the memory of him taking his off-duty time to talk with 
me one evening ...  I was at my lowest, when he tapped  me on the shoulder and 
just talked and consoled me while he was on his meal break.  A gesture like that 
sums up my experience with the staff of the ICU who were so kind and 
compassionate to me.  Also a big thank you to Jane who carried me emotionally 
throughout the week.” 
 
“Excellent staff - everyone was so wonderful, very caring and supportive -not 
once did I feel alone or frustrated, they were always available to help me.” 
 
“The medical staff that took care of my husband were very, very good. In 
particular the wonderful nurse on the day shift on Feb 15, 2009 who went above 
and beyond. She was so good to my husband and so caring compassionate and 
helpful to me and the many family members who came as my husband was dying. 
I can't say enough about how much she helped me to get through this.” 
 
“The staff was kind and thoughtful of our needs.  This was the hardest time of my 
life, but everyone made it easier for me.” 
 
“They made me and my kids feel the comfort we need to get through Dan's last 
days.  How they took time to explain what they were doing and to ask questions 
about Dan.  I have to say I loved how they made me feel they truly understood 
what we were going through.” 
 
C) General comments regarding compassion, empathy, care, 
concern and support 
“The staff did everything exceptionally well.  Having worked for 28 years at our 
local hospital as a unit and ER secretary, I couldn't help but observe and compare 
during our 4 days at BI.  My husband received all his care where I worked which 
always made us feel "at home".  When we were told he needed to go to Boston I 
was terrified.  My first thought was-big city hospital-they may be good but what if 
they don't really care about us.  Quite the opposite happened.  Your entire staff 
was so supportive.  So many times I think of our last days there....honesty and 
compassion always comes to mind.” 
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“I can't say enough about the compassionate care provided to my brother and the 
time that Dr. Lott and the nurses took to answer my questions and provide hope 
and emotional support.  Keep up the great work!  All of healthcare could learn a 
lesson in compassionate, respectful care of patients and families from the ICU at 
BIDMC.” 
 
“The care given was thorough and compassionate. Doctors and nurses did an 
outstanding job. Their concern for me (I was the only family member) cannot be 
described in words.” 
 
“I was a patient at the time of my husband's death. My family and I were totally 
impressed by the level of care for my husband and the emotional support for the 
family.” 
 
“As I take the time to complete your survey, I sit and think about the unexpected 
experience my family and I was dealt with.  From not knowing what was going to 
take place, to actually dealing with the facts that I/we are going to lose our loved 
one.  The care Beth Israel Deaconess Medical Center ICU offered to my sister-in-
law, was well more then what I/we expected.  The care was unbelievable!  They 
made my family and I feel at ease, and to let us know it's ok to be upset, angry or 
overwhelmed.” 
 
Of the 353 references to emotional support, only 20 referred to negative 
experiences. Negative reports of emotional support were characterized by providers being 
brusque, impatient, lacking in empathy or sensitivity, or being absent at a pivotal time. 
Within these negative experiences no sub-themes were prominent. One person 
commented on not feeling supported around end-of-life decisions but the rest of the 
comments communicated a more general negative experience.  The following four 
negative examples of emotional support illustrate these sentiments: 
“I strongly feel that the nursing staff especially weekend staff could be more 
sensitive to the family's needs.  There were times when I felt that my sibling's stay 
was being rushed to send her to a place to die-however God saw fit that she didn't 
have to be moved to make that transition.” 
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“Suddenly needing to leave the room while equipment was being disconnected is 
an awful experience.  We were left to fend for ourselves in the area outside his 
room.  Having a counselor of some sort would perhaps have helped in many 
ways.” 
“[Recommendation] More training in how to at least appear empathetic.” 
“The younger nurses in general need to be more empathetic.  They were brusque 
and detached.” 
Theme: Information/communication 
Helpful instances of information/communication were characterized by the family 
member reporting feeling informed, stating that the staff’s honesty and directness had 
been important to him/her, receiving comprehensive information, and expressing 
appreciation about the attitude with which staff delivered information. Respondents 
commented frequently on how information was conveyed; they welcomed honesty and 
appreciated gentleness and were equally disgruntled when tact and directness were 
absent. Others wrote of their wish to know that death was imminent. Respondent 
experiences confirmed Glaser and Strauss’s (1965) work on the importance of how bad 
news is delivered. One illustrative quote provides a glimpse into a family member’s 
positive experience with communication  
“Drs. K & C - neurosurgeons both had an excellent approach and dialog with our 
family when bad news had to be given; gave information, insight and options in a 
kind & respectful way that everyone could understand so a decision could be 
reached.”  
 
This comment not only describes the presence of positive communication but also 
references an implication or outcome of this communication: “…so a decision could be 
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reached.” When presenting results, I often selected an example in which the impact or 
implication of the highlighted behavior was included.  
Numerous examples of the information/communication theme are captured by the 
following sub-themes shown in Table 3.  
Table 3: Communication Sub-themes   
Positive Experience Negative Experience 
Being kept up-to-date or informed Not kept up-to-date/not informed 
Phone calls or other staff outreach  
Comprehensive information Lack of comprehensive information 
Directness/honesty  Lack of directness/ 
Informed of the true nature of the patient’s 
condition 
Feeling uninformed of the true nature of 
the condition 
Use of lay/understandable language Lack of lay language 
Attitude with which communication 
occurred 
Attitude 
Communication/information specific to 
details about death/dying 
Lack of communication/information 
specific to details about death/dying 
Information directed to family’s 
needs/comforts 
Lack of comprehensive information 
regarding family needs and its implications 
 Inaccurate information 
 Not enough after-the-fact information—
what happened? 
 Inconsistent information 
 Non-shared decision making 
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Family members’ positive experiences follow, described within these subthemes: 
Kept up-to-date/informed 
Respondents found many ways to communicate that they felt informed. I present 
a large selection of these comments to capture their pervasiveness. 
“The ICU doctor was extremely professional and gave our family the information 
required.   
 
“The answers to all our questions were detailed, informative and helpful. 
 
“When there were questions re: intubation, the medical staff  (residents & 
attendings) were excellent in their discussion with our family - even to the point 
of having conference calls at 4:30am. 
 
“On any day at any hour, someone from her team was available and willing to 
answer any question we may have had or anything to meet our needs.  
 
“Dr. Letts (I think) called me at 3:30am to let me know things were going 
downhill. He kept us informed throughout that last day. He made sure we knew 
that mom had informed them of her wishes not to have advanced care or to be 
resuscitated. 
 
“They kept me informed each step of the way. 
 
“The doctors kept me informed on a daily basis of her progress or lack of it.  They 
sat with me and my sons and explained everything that was going on. 
 
“I couldn't have been more grateful to the doctors, residents and nurses.  They 
kept us so well informed and so frequently (especially the residents) I couldn't 
believe how frequently we were updated on my husband's condition.   
 
 In addition, respondents referred specifically to outreach efforts the staff made to 
keep them so well informed. 
Appreciation of phone calls and other forms of staff outreach  
“They kept us very well updated with phone calls as we lived 2 hours away. 
 
“I appreciated the phone calls during his short stay in the ICU.  
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“The bottom line, keeping the phone calls coming to the family is so important.  
 
“I always received phone calls on his care, while we were there we were always 
treated with great respect, and … everyone was so caring. 
 
 There were many examples in the respondents’ narratives of the 
importance of receiving comprehensive information. Three representative 
examples follow: 
   Comprehensive information 
 
“From the onset of admission the pt [patient] and the family were fully advised on 
all procedures that may be performed and the risks involved.  The staff was 
always honest regarding treatment and what the outcome could or would be. 
 
“The head surgeon of this five member neurosurgery team called me early one 
morning leveling with me about the reason for not operating, the advice about 
terminating artificial life support soon and explaining the reason for doing so.  He 
compassionately told me the negative consequences of not doing so.  He told me 
that it would prevent unnecessary suffering for the patient.  The difficult decision 
was a bit easier in the best interest of our loved one. 
 
“All questions were answered, all procedures explained to my husband and all 
options with my mother-in-law’s care were explained.   
 
 Similar to Wong et al., (2014) and Henrich’s (2011) Canada study, BIDMC 
respondents emphasized the importance of honesty and directness. As the following 
examples illustrate, respondents also appreciated the combination of honesty, 
compassion, understanding, and kindness. 
  Directness/honesty 
 
“Thank you for your truth, comforting words, and eyes filled with understanding 
as if E ---- L---- had been the first patient who died on your watch.” 
 
“Dr. X was so responsive, honest and gave us all the time we needed.” 
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“Special thanks to Dr. Y & Dr. Z who spoke to me whenever I approached even 
though they were busy. Their care, communication & honesty will always be 
remembered. They gave it to me straight although the news wasn't always good.” 
 
“You were honest, which was brutal, but appreciated and necessary. Thank you.”   
 
“Great nurses+ doctors. Told the truth! Took time to explain and show us the 
facts. Very Patient. No BS.” 
 
“They told us the truth in the most compassionate way and even cried with us.  I 
cannot find words to thank them all.” 
 
 The next quotes also present examples of honesty but they are more specific and 
spell out the benefits of this honesty. The families felt the honest information helped 
them make decisions more easily or more quickly or helped them not hold onto false 
hope. 
Felt informed of the true nature of the condition 
“The honest, accurate assessment was delivered with kindness and compassion.  
No false hope was given or warranted and people knew what to expect.” 
“The doctors were brutally honest with me, so the decision was very easy, 
because my husband and I had spoken about death and the end.” 
 
“I was very impressed with the honesty of the situation and how much my wishes 
were taken into consideration. …I was kept informed of my husband's condition 
at all times and was able, therefore, to make decisions in a timely manner.” 
 
“The team's consistent injection of truth in my bubble of denial helped me 
immensely to process the reality.” 
 
“The team(s) that tended to my husband in the ICU were very very attentive and 
did everything and more to give his body the chance to recover and when it got 
past that point they were very informative about how and why there was nothing 
more that could be done.” 
 
  Use of lay and/or understandable language 
 
“One nurse in particular, Jessica T. was exceptionally helpful in explaining 
everything she was doing.  We found her information easy to understand.   
78 
 
 
 
“She explained in clear fashion the treatment which was being administered to my 
mom.  Equally as important, she demonstrated compassion, tact and impeccable 
timing in presenting to us and helping us confront, the end of life decisions which 
had to be made.   
 
“They spoke in terms I could understand and made a huge effort to understand 
what my mom wanted.   
 
 In addition to respondents appreciating being informed and valuing clinician 
honesty, they commented on a subtheme of communication that I am calling attitude—
patience, cheerfulness, kindness, willingness.  The attitude with which communication 
occurred was important. People appreciated a willing, warm, respectful, attitude. The 
following examples capture this positive attitude or posture. 
Tone/demeanor 
“I live on the Cape and would call a few times a day to speak with the ICU 
nurses. I always felt like I wasn't a bother or burden by calling. The nurses always 
took the time to speak with me and explain how my Nana was doing.” 
 
“They readily responded to our anxious questions and concerns. We truly 
appreciated their dedication and patience during this sad time for our family.” 
 
“The team meeting with MD, LSW, RN was informative and in no way rushed. 
The worst feeling as a family member is feeling as though staff do not have time 
for you.” 
 
“They gladly answered all our questions and concerns.” 
 
“The male nurse assigned most nights to my brother's care touched me deeply.  
He stayed as long as I had questions. He went above and beyond to be very 
supportive to me.” 
 
“The staff was very caring and supportive. Always answered all questions that 
were asked.” 
 
“They told us we could call throughout the night to check on her and we did.” 
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“They never made me feel like an intruder, always welcomed.  Every visit was the 
same, each staff member answered any questions happily.” 
 
“The nurses in the ICU were very easy to talk to and were always willing to find a 
doctor for us when we had questions.” 
 
 Because one of the goals of this study is an exploration of attitudes toward death, 
I selected quotes that explicitly comment on death. 
Communication/information specific to details about death/dying 
“Dr. P is the finest, kindest, most honorable physician I have ever encountered.  
He explained what would happen at the end with just the morphine and it went 
EXACTLY as he had prepared us for.” 
 
“The doctor was very honest.  He actually told me that my sister was going to die 
that day.  It was a shock but I always appreciate honesty.” 
 
“We had no experience to compare this to and were not prepared in advance for 
the experience so we were so grateful to be "walked" through this dying process 
in such a dignified and caring way.” 
 
“The staff did a great job easing us into the realization of the final outcome.” 
 
“The doctors we met were mostly residents and I was in awe of their poise and 
courage to discuss "end of life" with me..they seemed so young yet very well 
prepared and respectful of the importance of this.” 
 
“The resident was very helpful (Seth) in going over the autopsy paperwork with 
me.  … We had a health care proxy done and co-signed back in 2007.  A health 
care proxy is difficult to talk about but OH SO HELPFUL when ever faced with 
those final decisions.  I knew what he wanted.  Thank you.” 
 
 Respondents appreciated information that was specific to the family’s needs and 
comfort. The following three quotes are somewhat similar to the others above but these 
carry an even more direct feeling that the family was at the center of care. 
  Information directed to the family’s needs and comfort 
“The time they took to explain things to multiple family members at different 
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times was appreciated.  Personal communication between the cardiologist and 
family members when we were not present was especially appreciated.” 
 
“One thing that impressed and reassured us was there was always a staff member 
that came to us to explain what was happening when the beepers and buzzers 
went off as the others were tending to Peter.” 
 
“The nursing staff was excellent and realized my family was in shock over the 
situation.  They explained what was going to happen and was paramount in the 30 
hours that this trauma took place.  The ICU doctor also was sensitive to family 
needs-they also were sensitive to my wife's family needs as they had to travel 
from out of town at a moment's notice.” 
 
 Negative experiences of information/communication follow. 
 
  Lack of directness 
 
“The doctor kept talking in circles and avoiding the bad news.  The nurse finally 
said, we are sorry, etc.” 
 
“I know it's the staff's job to never omit hope.  But while my husband continued to 
go further downhill and suffer, I often wished the staff could just, "come out with 
it already!"   
 
“Train everyone from doctors on down on caring for patients and their caretakers. 
Be more direct and honest with patient from the beginning.” 
 
“I felt the doctor did not provide an explanation that was honest, direct or listed 
the events to how my mother passed.  I did ask him over and over.” 
 
Feeling uninformed of the true nature of the condition 
“The nurses kept saying my brother was a VERY sick man. I didn't know VERY 
sick meant he might die. I wish I'd been told just how VERY sick he was.” 
 
“They should have told me sooner that he was going to die.” 
 
“When my brother was first brought into ICU from surgery we were not told that 
he wasn't stable.  We waited in the hallway over an hour to see him not realizing 
there was a team of people working on him.  Dr. H told us he made it through the 
surgery but didn't inform us that he had not been stabilized and was not conscious.  
Even though we knew how serious his condition was we were unaware that he 
was in such dire condition.” 
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“I know you kept him alive a lot longer than any other hospital near us, but I felt I 
was never really told how bad his condition was.” 
 
“A more frank conversation about the prognosis and outcome.  My family didn't 
realize death was likely based on information they provided about his injuries 
until the morning he passed.” 
 
  Lack of lay language 
 
“Please don't use acronyms and complex medical terms when talking with the 
family.” 
 
“Communication needs to improve when providing family members the choice 
for decisions, provide all relevant information and in laymen terms since the 
family most likely is not in the medical field.” 
 
  Where/how/when information is delivered 
 
“When a family member is being told that their loved one has died, it should be in 
a private space, if possible.  We were told that my brother had died while standing 
in a hallway and my brother's girlfriend almost fainted; she also didn't understand 
that MC had just told us that my brother died when he initially explained it to us.” 
 
“I thought this was not acceptable to leave such a call on my phone and not talk to 
me directly.  Very unprofessional.” 
 
“Don't call in the middle of the night, to leave a message telling us that the patient 
has died.  Wait until morning, and speak to a person, not a machine.” 
 
Not kept up-to-date/Not informed 
 
“It would be nice to be kept updated while a procedure is being done in the ICU 
room.  I was asked to leave the room one day and wait in the waiting room with a 
beeper while something was being done and after a three plus hour wait I was 
allowed back in when I went back to the ICU area the beeper never activated.  It 
was a very long and agonizing wait.” 
 
 “I showed the Health Care Proxy to at least 7 different people.  It would have 
been nice to be notified of the timing changes in removing the life support.” 
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While the vast majority of respondents felt that providers made an effort to keep 
them informed and were happy to do so, some got the feeling they were “bothering” the 
staff. Three examples follow:  
Tone/demeanor 
 “I think an RN should have time to call me-I always had to call them.  It felt like 
a burden for them to speak with me.  I know they are busy, I always considered 
their needs for pt care.  But when I called at the appointed time, I always felt I 
was bothering them!” 
"Whomever answers the phone calls at the ICU could be more caring.  We found 
them to be limited in the amount of information given; short, concise and 
uninvolved.” 
 
“I was called in the middle of the night by a physician who was less than pleasant 
to inform me of the necessity to perform another procedure. Please discuss better 
communication skills.” 
 
Theme: Surroundings and environment 
Comments, both negative and positive, regarding surroundings and environment 
clustered in the following categories: a) chairs or seating/beds (not enough, not the right 
kind, not comfortable), b) noise/quiet, c) waiting rooms, d) parking, e) snacks, f) patient 
rooms, g) cleanliness, h) access to building, i) space for quiet conversation. Most 
frequently mentioned were insufficient seating in the patient’s room or in the waiting 
room, noisy waiting rooms, and expensive parking. As you’ll see in the examples below, 
there were additional descriptions that do not fall into these categories but nonetheless 
represent issues important to families. 
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I present examples for sub-themes A- F and several other comments not captured 
by subthemes. This is one of the few categories where there are more negative than 
positive quotes; I present the negative examples first. 
a) Chairs/Beds 
 
“The only problem in the ICU was there was no comfortable chair in the waiting 
room.  We were there from midnight until 7 am when David died.  We were 
extremely tired and could have used a comfortable chair.   
 
“More comfortable chairs in patient rooms for the family. 
 
“The only thing that I could suggest is that more comfortable chairs be put in the 
waiting room, as waiting and trying to stay awake for 2 days is very difficult.  
 
“Have one compact chair (recliner) for a spouse in the room. 
 
“I feel there should be a cot available to sleep in the patient's room when death is 
near. 
 
“When family member stayed overnight we were not given cots or blankets. It 
was very uncomfortable. Maybe have a chair that reclines. 
 
b) Noise  
 
“There is one issue, we had a room next to the ICU doors and they constantly 
banged all day and night, "Very disturbing." 
 
“My only suggestion is to post a sign in the waiting room concerning the noise. 
When I was in the waiting area it was just much too loud. Maybe too many family 
members at a time, like 15 or 20 for one family. I was there with my son and 
daughter and we could not relax because of the loudness and foul language! 
 
c) Waiting rooms 
 
“The family waiting room for the T-SICU is not near the unit and is small, 
unevenly heated and uncomfortable.  We spent 5 days "living" in this room + 
being shunted from one waiting room to another when not in our daughter's room.  
If I had half a million dollars, I would donate it to create a spacious, comfortable 
family room like the one on the cardiac unit. 
 
“The waiting room was difficult at times when crowded..(and understandable).  
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We found we used the consulting room across the hall a lot when it was not being 
used for professional purposes.  But at one point we found the only place to go for 
privacy with our minister and family members was to sit in the stair well and shut 
the door.  I know space is limited but it would be helpful to offer another space 
for quiet consultation. 
 
“Waiting room could clearly use refreshing. 
 
 
d) Parking 
 
“The parking garage is a NIGHTMARE. The design of it is ridiculous. By the 
time I got finished going in circles up to the 5th or 6th floor, my equilibrium was 
shot. The "reduced cost" was more than most families can afford.  
 
“I feel that a long term stay that ultimately ends in death should have a better 
method of handling parking needs for family members. 
 
“This seems so simple and irrelevant to my mom's care but if administration could 
assist patients families in adjusting parking fees, especially those in ICU who are 
visited more frequently, that would help families from feeling financially 
overwhelmed. 
 
  Negative Comments (not otherwise categorized) 
 
“Wish phone calls could be made closer to pt room (although not in room).  Hard 
to keep going to family waiting room.” 
 
“It would be good to have a private area other than the public waiting room for 
cell phone calls, especially facing life/death decisions. 
 
“Clean the bathrooms for family members even over the weekend. I was with my 
mom almost 24-7 for a week and dreaded having to use the bathrooms. One large 
comfortable chair a constant in the room for the primary care giver.” 
 
“You need to brighten up that whole wing of the hospital. My wife was treated 
there for several years and I give that hospital praise, but that wing is so dark and 
dreary and outdated.” 
 
The following are positive examples of surroundings and environment:  
  b) Quiet/Noise 
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“It was largely quiet in the ICU.  In some hospitals, phones keep ringing at the 
nurses' desk, doctors are frequently paged over a loud speaker and conversations 
among staff members are too loud and annoying.  None of this describes our 
experience at this hospital.  It was quiet for family members at a very difficult 
time in their life.  It was conductive to meditating, praying, and contemplating.” 
 
“I liked that the monitors were off the next day it made me focus more on my 
loved one.  When the nurse took that distractions away or out of my sight, I was 
able to focus more on my husband and talk to him more and is something the staff 
can monitor from their station.” 
 
  c) Waiting room 
 
“Everything. The waiting room was great to relax in. Especially that channel with 
all the soothing pictures & music.” 
 
  d) Snacks/Food 
 
“I can't say enough to praise the staff of the ICU. They even provided our family 
with snacks to help us through a very long and difficult night - my mother's last. 
Thank You!” 
 
“There were a lot of people who came to visit. They gave us the meeting room as 
a private gathering place. There also was a big tray of food and drinks provided - 
Thank you.” 
 
“I wanted to thank all of you again, on my dad's last day the staff of the ICU 
brought in a cart of water, soda and snacks for the 20 or so family members in the 
ICU.” 
 
“The nurses were great! The food, snacks and drinks offered to us was very nice 
and thoughtful.” 
 
“Nurse had drinks and cookies for all of us during the middle of the night and 
asked if there was anything we needed.” 
 
  e) Patient room 
 
“Bed was always clean.” 
 
  Positive Comments (general or related to more than one subtheme) 
 
“In the last hours of my sister's life she was made comfortable and the 
environment was peaceful and calm.” 
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“His night nurse was excellent!! Not only did she care for him, but she brought 
me a reclining chair, warm blanket, toothbrush, toothpaste and towels so I could 
stay with him through the night.” 
  
“Parking passes were a benefit. Refreshments provided. Soothing nature video 
being played.” 
 
“Everyone was very caring.  Cots were provided for our comfort.  I was very 
pleased-it was very comforting and I appreciate that level of compassion 
showed.” 
 
Theme: Respect and dignity 
 The Institute for Family Centered Care 2016 Guidelines conceptualizes respect 
and dignity in this statement:  “Health care practitioners listen to and honor patient and 
family perspectives and choices. Patient and family knowledge, values, beliefs and 
cultural backgrounds are incorporated into the planning and delivery of care.” There are 
several important yet disparate and abstract concepts within this definition that help to 
anchor my results.  
In my analysis, positive experiences clustered around three subthemes: a) the 
general feeling of being respected; b) feeling respected specifically related to end-of-life 
issues; and c) personalized care. Negative experiences were categorized within five 
subthemes; three of them are the negative occurrences of the positive subthemes. The 
additional negative sub-themes are: d) did not feel listened to; and e) did not feel that 
cultural background was attended to.  
Many positive examples of feeling respected (subtheme a) were expressed in 
general statements such as, “I felt both my husband, myself and family were treated with 
dignity and respect,” and, “We felt very well cared for & respected.”  Other more detailed 
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reports were given. These included comments such as, “She was treated with great caring 
and compassion but most especially with great dignity by nurses and residents that spoke 
directly to her even when it was not clear that she could hear or respond,” and similarly, 
“I cannot say enough good things about the way I was treated and my son was treated.  
He was treated with dignity and the staff spoke to both of us even thought he was in a 
coma.”  
 Negative instances of the respect and dignity theme were few but powerful. 
Unlike some of the positive experiences, negative experiences were rarely vague or 
generic. For example regarding not feeling listened to (subtheme d) one respondent 
wrote,  
“… the attending insisted that rational/reasonable recovery was possible when the 
others all agreed there would be no quality of life-as did the family… My explicit 
directions were not always honored. The attending was not supportive of my 
decision making and was dismissive.  He was far too optimistic-all others were 
realistic.  He didn't want to remove him from life support.”  
 
Another respondent wrote of the experience of not being listened to and the negative 
implications that followed:  
“The head surgeon, Dr. Sawyer was there at the time and dismissed the symptoms as 
groundless complaints.  Within hours my father had entered the coma from which he 
would never awaken. Listen to the patient who is telling you something is wrong.” 
 
 Two experiences that represent the subtheme c) lack of personalized care were 
reported by other respondents. One wrote, “Doctors who are specialists need to look 
more at the whole person and his condition, not only his heart or his paralyzed side,” the 
other said, “We realize that Beth Israel is a learning hospital for Harvard students-
unfortunate for us because we feel now as if maybe some of the procedures were geared 
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toward learning and less toward what was practical for Rob's condition.”  
Only one respondent made a reference to what can loosely be considered subtheme e) 
cultural considerations. She wrote,  
“Please provide nurses with diversity training.  There was a nurse on the weekend 
who rushed to me subsequently, to being held outside to come in and literally 
attacked me to place on a robe.  I didn't want to put on a robe because I wanted to 
be closer to her during my stay at the hospital.  The staff looked happy while I was 
being attacked by her.  I wasn't afraid of her, because my mind was on my sister as 
I prayed that she would wake up and say something to me.  Also, I feel strongly 
that she was dying as I was being attacked.  This is hard for me to revisit.” 
 
The following quote references dignity and the details describe an important feeling of 
certainty regarding the care provided:  
“In retrospect, his wisdom in advising me not to make a premature decision left no 
doubt in my mind that every possible effort was made for my wife to survive and 
lead a meaningful life.  I wanted her to live with dignity or die with dignity, and that 
is what she did.” 
 
Theme: Patient physical comfort 
Comments about patient physical comfort fell into three subthemes: a) family 
perception or feeling of reassurance of patient comfort (knowing patient was 
comfortable), b) family perception that efforts were made to make the patient comfortable 
(knowing efforts were made), and c) comfort or lack thereof during the final days, hours 
or moments before death. Note that in some of these quotes, family members spelled out 
the impact that their loved one’s comfort had on them. That is, respondents were explicit 
that “knowing” the patient was comfortable was a source of reassurance to them.  
a) Family perception or reassurance of patient comfort (knowing they were 
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comfortable) 
“Everything that was possible was done for him.  He was always kept comfortable, 
which made us feel more comfortable.”  
 
 “The care my mom received in the Finard ICU was amazing.  Even though she was 
dying and there was nothing anyone could do to save her, she was respected and 
made comfortable.  Our family took great comfort in that and it was greatly 
appreciated.”  
 
b) Efforts made to keep the patient comfortable  
“During this very sad & emotional time, I felt that all members of the hospital were 
doing everything they could to keep my mother comfortable. I greatly appreciate all 
that was done.”  
 
"The personal care of my husband was just wonderful.  It was obvious they did 
everything they could to keep him comfortable.”  
 
The next two quotes are negative examples of this same subtheme:  
“We were trying to get the doctors to help us keep her comfortable but it took 3 
days for the doctors to finally give the okay for proper meds” 
 
 “They transferred him from one ICU to another and did not give him pain meds till 
he was transferred back to the other unit because there was no one to monitor him.” 
 
  c) Comfort or lack thereof during the final days, hours or moments before 
death 
 
The data included both negative and positive quotes of subtheme. Two examples 
of each follow, first the negative, then the positive: 
“No one calmed my father.  He was so agitated for hours!!  He was so frightened-a 
strong, intelligent man!  Instead of grieving for my Dad I recalled how terrible his 
life was near the end.  He had a HORRIBLE time and we were not there at the end 
…” 
 
“If they are dying-actually have a Dr. available to make them comfortable.  The 
doctor told us her comfort was up to the nurse "he couldn't help" and didn't come in 
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the room.” 
 
“My family and I were very happy with the way our day to end [SIC] with my 
beloved husband.  We were given a private room and Frank was made very 
comfortable in his last moments.” 
 
“I feel very fortunate on my mother's behalf for all the … medical people who kept 
her comfortable until I was able to return soon as possible with my family to be at 
Ma's and Gram's side ….. as her soul left her fragile, weakened body.” 
 
Theme: Coordinated care 
Coordinated care was one of the few codes in which there were more negative 
than positive comments. Reports of coordinated care did not cluster in distinctive 
patterns. That said, negative comments can roughly be characterized by inconsistency of 
staff, inconsistency of information, and poor timing. Positive instances mirror the 
opposite conditions. Examples of negative experiences of coordinated care include the 
following: 
“My husband was in ICU on 3 different occasions for a total of 3.5 weeks. He 
very rarely had the same nurse 2 days in a row and each nurse seemed to have a 
different priority each day.” 
 
“The parade of people asking the same 20 questions was frustrating.  Read the 
patient records and look for new information, not the same thing over and over. ” 
 
“The nurses were excellent.  The doctors were in total disarray.  The doctor team 
approach is terrible.  You hardly ever talk to the same doctor, and sometimes they 
say conflicting things. ” 
 
“Improved coordination re: organ donation-we were approached x2.” 
 
“Please make sure that the different teams that see the patient are informed of 
each other’s opinions, so that false hope is not given to families.” 
 
“Constantly rotating attendings made care continuity difficult. We relied more on 
nurses, not doctors for correct answers.” 
 
91 
 
 
Examples of positive instances of coordinated care include the following: 
“All of my Dad's team are wonderful caregivers but over the past few years Dr. 
Danna Davidson has been the one who kept him going and gave him hope.  She 
coordinated and collaborated with his other doctors (PCP, renal, cardiology etc) 
right up to the end going above and beyond.” 
 
“I believe you have a very good staff who functions quite well as a team & 
transitions well from 1st to 2nd shift.” 
 
“The resident staff was most thoughtful and responsive to a request to get the PCP 
involved in decisions.” 
 
“I asked that staff call his PCP to alert him we were in the unit - at 7am. So he 
could see us as he started his day and they did that promptly. I called for a priest 
and that too was done promptly.” 
 
“I like the ability to hear the team discussions and also the fact that my mom only 
had 2 nurses.  It helps with the continuity of care and communication with 
family.” 
 
“Consistency in staffing made a great deal of difference to me and my family.” 
 
“The coordination of care among the different specialties was outstanding. The 
nurses were absolutely heroic.  I've never seen anything like it.” 
 
Theme: Participation 
The participation theme refers to the staff’s allowing participation by the patient 
or family in the patient’s care.  The three participation sub-themes that emerged from the 
data were: a) staff soliciting family and patient opinions; b) family attending daily 
rounds; and c) shared decision making. A few respondents commented on participation 
that was unwelcome—that is, family members saw things they wished they hadn’t seen. 
In general, however, reports of negative experiences with participation were rare. 
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Respondents commented on the fact that final decisions reflected the input of 
family members and they perceived that shared decision-making positively influenced the 
decisions made. Representative quotes follow. In this first quote (an example of subtheme 
a) the respondent describes how family participation circumvented an unwelcome or 
catastrophic outcome: 
The emergency room wanted immediate decisions (within 10 minutes) about 
taking heroic measures.  The excellent surgeon concluded, "I can save your wife's 
life but I can't save her." Our family took a short time to determine that such 
measures would be counterproductive.  Once we explored the information the 
surgeons were supportive of our decisions and were both professional and kind.  
If we did not ask questions and make decisions, firmly, excessive treatment 
(neurosurgery) would have been provided in ER, which would have been 
catastrophic. 
In the following quote the respondent makes a connection between participation in the 
form of shared decision making (subtheme c) and a good outcome:  
We had a meeting with physician and nurse staff, siblings to decide on 
withdrawing support and letting my father die peacefully, given little hope for 
survival. This meeting was very constructive, supportive and helpful in making 
this decision easier. 
 
The following quote provides an additional example of the positive implication of shared 
decision making: 
I was very impressed with the honesty of the situation and how much my wishes 
were taken into consideration. …I was kept informed of my husband's condition 
at all times and was able, therefore, to make decisions in a timely manner. 
 
Other respondents commented on appreciating (subtheme b) the opportunity to 
participate in rounds:  
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“I was kept in the loop and always invited to attend any discussions about my 
brother and daily rounds-that was very good.”  
“My family felt really comfortable asking questions about our concerns. Being part 
of morning rounds visit by ICU team was also very helpful.” 
The absence of shared decision making (subtheme c) was experienced as follows: 
“Getting information from the doctors required effort. One had the feeling that dealing 
with patients' families was not their favorite task.” Another respondent felt the family’s 
opinion was not considered or valued: “In the family meeting-surgeon involved did not 
listen to family and was doing a heavy ‘sell’ for surgery which would prolong her life 
without considering her quality of life, even after I shared her living will where my sister 
stressed quality of life.” 
Unwelcome participation is seen in the following two quotes:  
“I was brought into the Surgical ICU without warning of what I was about to see.  
16 Drs, nurses, aides were working on my mother doing CPR, shocking her.  I 
wasn't asked if I wanted to be let in.”  
“I have regrets that the ICU team let us stay in the ICU room while they were 
trying to save my dad.  It was very traumatizing watching him bleed to death.” 
Theme: Family physical comfort 
 Most of the comments made about family physical comfort describe the efforts 
staff made to help family members be comfortable. Respondents referred to the 
availability or lack thereof of comfortable places to be, to wait or to sleep. Some 
comments described the family member’s experience of the staff’s concern for their well-
being. As discussed in the Methods Chapter, there was overlap between the themes 
family physical comfort and access to the patient, and between family physical comfort 
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and surroundings and environment. Conceivably, all of family physical discomfort could 
be seen as a matter of “surroundings and environment” but in the following examples, the 
family physical comfort theme appears in the foreground and surroundings and 
environment, the background.  Quotes are organized by positive and negative examples 
of family physical comfort.  
 Positive experiences of family comfort are expressed in the following three 
quotes. One respondent wrote, “The staff did a great job.  …They attended to my mother 
very well and even made sure family members were comfortable as possible.” Two other 
respondents provided specifics of the comfort given, one wrote, “The night staff was 
excellent (+++) at providing me with comfort for my overnight stays,” another reported, 
“Everyone was very caring.  Cots were provided for our comfort.  I was very pleased-it 
was very comforting and I appreciate that level of compassion showed.” 
 Negative examples of family physical comfort tended to be the mirror image of 
the positive examples. I include a relatively long quote because the details portrayed paint 
a scene that practically creates the sensation of discomfort: 
Family members spent overnights in the patient's room.  Providing pillows and 
blankets would have helped.  There were no provisions for lying down.  In the 
small waiting room, the two-seat sofas were too short for laying straight.  It was 
necessary to bend one's legs too much to be comfortable.  Most of the family 
didn't sleep at all.  In order to do so, one had to try to sleep sitting upright with 
head leaning back on the back of the chair.  Also, there were not enough chairs 
provided. 
 
Another respondent’s comment reflects a mixed experience:  
The nurses were wonderful - every one of them. My only comment is that we 
were not offered a cot or recliner to spend the 2 nights we stayed with my 
husband. The 2nd night we asked and they were brought in, but it seemed they 
could have offered them without our asking. 
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Theme: Collaboration 
Collaboration as described in The Institute for Family Centered Care 2016 
Guidelines refers to a form of institutional collaboration. I did not anticipate finding 
many comments about this in my data since the questions asked of respondents were 
generally about their personal and family experiences of care. That said, the survey itself 
(the questionnaire administered by BIDMC) and family members’ comments about 
having an opportunity to respond to the survey can be seen as a form of institutional 
collaboration. This doesn’t mean that other forms of institutional collaboration don’t 
exist; for example, BIDMC has a variety of active patient advisory groups, however the 
survey instrument did not access that information.  The survey turned out to be the only 
form of institutional collaboration I identified in the data. Using the survey as a proxy for 
collaboration, I offer some brief comments and respondent reports. 
Respondents conveyed positive and negative sentiments about the survey. They 
expressed enthusiasm for the opportunity to provide positive feedback about their 
experiences; they were also grateful for an opportunity to provide negative feedback 
about services. Negative experiences with the survey itself were also expressed—
respondents reported the survey was sent too soon after the death of their loved one and 
that the questions were hard to answer. The following quotes represent the positive and 
negative of comments made about the survey.  
Positive examples follow: 
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“Thank you for giving me the opportunity to sing the praises of the staff.  Every 
one of the staff assisting my dad from [dates redacted] did great work.” 
 
“Thank you for the opportunity to participate and provide feedback.  I do not 
think either my husband or I would have received better care anywhere else.” 
 
“Thank you.  This feedback opportunity is one of the reasons you do so 
marvelously!!” 
 
 Three negative examples follow:  
 
“Do not be too quick to send your surveys, 4 weeks is too soon.” 
 
“I would suggest waiting a few more months to send this out when a family 
member has died. It is very sad to fill this out.” 
 
“Do you really need these forms so soon?  It's still too fresh and hurtful.” 
 
This concludes the reporting of results representing the helpful and unhelpful 
experiences of care from the FCC model. I now present findings on the 5 additional 
elements of care that were important to family members and not covered by FCC.   
 
Helpful and Unhelpful ICU Experiences: Literature-based Elements of Care  
As with the prior section I present the findings by order of frequency as 
referenced in Table 1 
Theme: Staff quality 
The theme, staff quality was derived from open coding and from Henrich’s (2011) 
Canada study. In her study, respondents commented on the experience, knowledge and 
skills of the staff and the provision of consistent care. Staff quality was the code most 
frequently applied in my study. Both the number of times it was mentioned and the kinds 
of things that were said illustrated the themes profound importance to family members. 
97 
 
 
More often than not, the good or bad experiences that family members commented on 
were associated with or delivered by a staff member (e.g., nurse, doctor, social worker, 
receptionist, or priest).  For every response in which there was an explicit mention of 
staff, the “staff” code was applied. This contributes to the high frequency of staff 
behavior. The following examples demonstrate that behaviors and qualities of the staff 
were central to patient and family members’ positive experiences.  
“We were all so very impressed and comforted by her health care team. On any 
day at any hour, someone from her team was available and willing to answer any 
question we may have had or do anything to meet our needs. We all felt our 
beloved mother was kept very comfortable and clean with no pain.”  
 
A comment from a different respondent provides another good example:  
“The ICU nurses were fabulous!  They knew exactly what they were doing!  As 
soon as a monitor buzzed, they were there.  They were very considerate of our 
family, answered all our questions!  All the doctors were very helpful-explaining 
all the issues with my husband's care.  His primary care physician was the point 
person for us--there every day-keeping constant touch on the situation.  He and 
the palliative care doctor were most helpful in our making our final decision.  
Everything that was possible was done for him.  He was always kept comfortable, 
which made us feel more comfortable.”  
 
As in the prior example, a host of care concepts were mentioned and they were 
mentioned in conjunction with a provider.  
In contrast, the following two examples were coded “emotional support” and did 
not receive a “staff” code since staff weren’t explicitly mentioned or emphasized: “I was 
a patient at the time of my husband's death. My family and I were totally impressed by 
the level of care for my husband and the emotional support for the family.” Another 
respondent wrote, “The total experience at your facility was the most comforting for 
myself and her fiancé.”   
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 Many statements indicated general positive feelings about staff, for example, “I 
feel very appreciative of the ICU staff,” “The staff were very supportive, helpful and 
kind,” and “The staff was exceptional,” etc.  Additionally, many responses included more 
specificity. Others explicated the implications or the effect the positive experience had on 
them. When speaking of the quality of staff, respondents often expressed being at a loss 
for words or used superlatives such as:  
“I can't say enough to praise the staff of the ICU. They even provided our family 
with snacks to help us through a very long and difficult night - my mother's last. 
Thank you!”  
 
“The attending nurses were excellent. I cannot say enough good things about them.”  
 
“The Teams of doctors and nurses were excellent. I have never experienced so much 
compassion. I have no complaints whatsoever”  
 
“The care given was thorough and compassionate. Doctors and nurses did an 
outstanding job. Their concern for me (I was the only family member) cannot be 
described in words.”  
 
“My family found the ICU team to be very supportive and helpful in all areas. The 
team worked well together and made sure the needs of the entire family were met 
from clergy and social workers right thru to direct pt care.  Just can't say enough.  
The staff helped the entire family thru a horrific accident which forever changed all 
of our lives in seconds.  There are just not words to express the caring we all were 
given.  The team was aces!” 
 
Numerous respondents made references to staff working “above and beyond.” 
 People made it a point of saying that all the staff were great. Most of the 
superlative comments went to the nurses, but people also commented on how “amazing” 
the doctors were. Some of the appreciation or compliments to the doctors carried 
something akin to surprise such as, “even the doctors treated us like human beings.” This 
did not constitute the majority of the remarks about doctors but there were a sufficient 
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number to prompt me to comment on it.  
Many times respondents singled out particular nurses, doctors and social workers 
by name.  
“Dr. Stone deserves special commendation. He was so responsive, honest and 
gave us all the time we needed.” 
 
 One widow wrote:  
“…. In particular the wonderful nurse on the day shift on Feb 21, 2011 … went 
above and beyond. She was so good to my husband and so caring compassionate 
and helpful to me and the many family members who came as my husband was 
dying. I can't say enough about how much she helped me to get through this…I'd 
like her to know how wonderful she is and how much I appreciate all she did.” 
 
 Sometimes comments about the staff were straight out declarations such as, “your 
nursing staff was amazing,” or used adjectives to describe them, such as, “the staff was 
very professional and empathetic,” or, “The Palliative Care doctor, Dr. F…, is a very 
compassionate staff member.” But more often than not, they commented on something 
the staff did, for example:  
“The staff was very caring of my husband. They were extremely skilled in their 
job.  They were very caring of me.  Also very supportive of me.  Everyone was 
caring, supportive, knowledgeable and kind to both myself and my husband and 
my immediate family,”  
 
“The care team functioned well,” and “They applied common sense-not just 
hospital policy.” 
 
The following collection of quotes describes the emotional support and comfort 
respondents reported that the staff provided:  
“I felt very supported by the health care team in the ICU.  My problem was I was 
in shock and overwhelmed by it all, being the husband.” 
 
“Essentially, everything done on behalf of Judy was done very, very well while 
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she was in the ICU.  Your staff made the entire experience for my family much 
easier (emotionally/spiritually).” 
 
“The staff in ICU were great-Deni was amazing to my family and I -I can't thank 
her enough for the time she took with us.  The reassurance and being so patient 
with all our questions.” 
 
“Your staff is very special.  All the doctors and nurses were comforting.  I got 
updates from the doctors daily.  The nurses were wonderful.  Being out of town is 
so hard, but I know my Uncle was well taken care of.” 
   
“Although I have been a critical care nurse for over 30 years, one is never 
prepared adequately to face end of life discussions for your own family.  The staff 
at BI ICU were exceptionally supportive and compassionate.” 
 
“The staff were all excellent at their professions.  We could not have asked for 
more caring people.  We could not have asked for more.” 
 
“I honestly believe everyone we met was a very caring person. I don't know how 
they can appear so friendly and nice with all they have to do in this ICU. All 
patients are in very serious condition and the loss rate must be high.” 
 
The nurse I really admired's name was Carla... She did everything possible and 
actually created a bond with both my wife and family. She seemed to know 
exactly what to do and when and she managed my wife's pain very well. She 
treated everything as if it were her own family member.  
 
“My husband was in and out (mostly in) or the ICU for 10 months until he died.  
The nursing care he got was outstanding.  The nurses treated him with not just 
medical care, but with their hearts.” 
 
“I can not speak enough over the care and concern everyone gave to my mother, I 
did not encounter anyone who was not professional and concerned with kindness.  
If I were rich or had money I would love to give a donation to this hospital.  I 
have never been at a hospital and felt the love and concern for my mother.” 
 
There were at least a dozen responses by family members who were themselves 
nurses, and stated so in their responses, in order to testify to their qualifications as 
reliable reporters. In all of those reports the comments were positive.  
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As would be expected, there were also negative reports about staff. In these 
descriptions, staff members were experienced as insensitive, inexperienced, disrespectful, 
unkind and uncaring. A sampling of these negative experiences follows: 
 
“The attending physician in charge of my father's care appeared to be very young 
and lacking in confidence with respect to my father's condition and the 
appropriate course of action.  Perhaps he consulted with more experienced 
physicians but I believe his decisions contributed to my father's death.” 
 
“The resident on duty came out of the room and walked right past us, without 
acknowledging our presence or the loss we had suffered. My daughter was 
particularly upset by what felt to her like a callous lack of connection by this 
doctor-in-training.” 
 
“There was an MD I reported to head nurse and we did not want him back in the 
room.  He coldly explained that since my mom was not receiving ICU services, it 
may be necessary to move my mom to another room, if someone had a greater 
need of the ICU bed.  As an RN myself, I felt his bottom line comments were 
inappropriate.” 
 
 “The younger nurses in general need to be more empathetic.  They were brusque 
and detached.” 
 
“The nurse we met on our first visit was personable and compassionate.  
Subsequent visits-nurses seemed detached.  We didn't feel as though the nurses 
cared personally for our family member.” 
 
“The doctors in the ICU were poor. Do not assign a fellow to manage complex 
decision.  Train your staff to not say "you can't speak to the attending doctor.  We 
have many sick patients.” 
 
“A surgeon needs to be someone who is interested in more than solving an 
interesting problem or proving that he is the smartest guy in the room.  He needs 
to care about the lives that are in his hands.  My father became unresponsive 
under the nose of Dr. K and he didn't recognize it.  I watched Dr. X dismiss his 
symptoms, and now I have to spend the rest of my life with the memory of Dad 
telling X that somehting was wrong and X dismissing him as being the last time 
Dad asked for help and the person who could have helped him just ignored it.  X 
has nice expensive Italian shoes and I'm sure he drives a great car.  But all that 
matters to me is that he let my dad die and ignored it when Dad asked for help.  
He should be ashamed.” 
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Theme: Quality care 
As one might expect, quality care was an important theme. Quality care is 
prevalent and accorded high importance in the literature on ICUs. In my study, it was the 
second most frequently endorsed literature-derived element. In her article, “Caring for the 
dying patient in the ICU – – The past, the present and the future,” Fridh (2014) writes,  
“When family members of critically ill patients are asked to rank their needs, the best 
possible care for their loved one is usually the most prioritized need.” In the Canada 
study, Henrich et al., (2011) found that one of the six main themes that correlated with 
family member satisfaction was termed, “overall care,” and its sub-themes were 
competency and quality of care. The centrality of quality care appeared in repeated 
comments in my study also.  
Positive statements of quality care were divided into two major categories: a 
collection of enthusiastic, relatively generic positive statements and details of the care 
provided which were also often described enthusiastically. This is in contrast to negative 
experiences of care which are quite specific with some rare exceptions.  
Generic positive 
 
 “The care was exceptional.” 
 
 “My family and I were totally satisfied with the care - we knew that my husband 
was being given quality care with everything possible being done with true 
compassion for him and us by staff.”   
 
 “The conclusion of our daughter's stay was the worst. However, we can offer 
nothing but praise for BIDMC. The level of care provided by its staff to our 
daughter and the support received by our family was outstanding.” 
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“Continue doing what you are doing.  I felt my husband could not be in a better 
facility.  Well done great care + support on the part of staff.  Thank you.” 
 
  Detailed positive 
 
“I've learned in the last 5 yrs of my wife’s treatment there at Beth Israel has been 
top notch.  Her life was extended with her treatments for the last five years after 
you saved her life when she was flown in by helicopter.  Thank you for the extra 
time you gave her and I.” 
 
“My husband, Mathew, had been cared for by BIDMC doctors and staff for over 
30 years.  He had chronic debilitating health issues that were always diagnosed 
and treated and resolved in a timely and caring fashion.  Whenever he became a 
patient for surgery or emergency care our family knew that whatever GOD did 
not have control over he was in the next best set of hands.  The courtesy, respect, 
and procedures offered to us at the "end of life" for M was an unexpected but 
much appreciated blessing and gift given to his family by the ICU staff.  It made a 
world of difference in many ways.” 
 
 “I also need you to know that 3 years prior to this last admission my dad spent 
many weeks in your trauma ICU, we didn't think he would make it through the 
night, but because of the care he received there, especially by one nurse named 
Stephanie, my dad enjoyed 3 more years of life.  In this family's opinion BI 
provides top quality care and that is something to be proud of.” 
 
“My husband received excellent care the entire time he was in the ICU-total 24 hr 
attention.  It can't get better than that.” 
 
 “My husband was taken care of so well, every 3 hrs they were in washing him, 
repositioning, grooming him etc.  They were all the best, "angels on Earth". 
Thank you!”  
 
Detailed negative (more and less extreme) 
 “2 things occurred I have problems with: 1. At 1 point my husband should have 
gone for a scan with contrast so his pancreas would have been visualized.  Part of 
the team wanted it saying he was on bedside dialysis and that would take care of 
the dye.  Other 1/2 that made final decision sent him for the scan without contrast 
which was disruptive and showed nothing. A week later he was sent for scan with 
contrast that showed 90% of pancreas was necrotic.  Maybe the week might have 
made a difference.” 2.  One afternoon and evening on the day my husband was 
removed from intubation, the resident failed to see that he started to have labored 
breathing several hours later.  He went through the night that way and when the 
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2nd year fellow saw him early next morning-before 7am, he immediately had him 
reintubated.  I feel just horrible that he was struggling for breath all night.” 
 
 “Train your staff to understand the warning signs of sepsis.  And to listen to 
family members who bring these (or other) symptoms to a doctor's attention. 
Have a sense of urgency.” 
 
 “Send home sick staff members who are coughing all over the place. My dad was 
contracting infection after infection. Also, please make sure vent tubing is 
cleaned/changed. It sits in the hallway of MICU 6. People walk by and play with 
it. Locked storage?”  
 
 “The weekend crews are just not as good as during the week.  It's like nothing 
really happens from Friday afternoon to Monday morning.  I understand the 
teaching hospital element but the quality of care should not suffer because it’s a 
summer weekend.” 
 
 “Horrible ability to diagnose. Every day a different diagnosis.  She was moving 
off the unit in the morning then died that day!” 
 
Theme: Staff availability  
 In the Canada study (Henrich et al., 2011) a shortage of nurses was a subtheme 
under their main staff theme. Consequently, I decided to include staff availability as an a 
priori code in my study.  After coding the data, I debated whether the results should be 
aggregated with my more general staff quality code and ultimately decided to maintain 
the distinction even though there is some overlap in the responses. I thought it was 
important that what staff did be distinct from whether there was enough staff.  Still, one 
of the themes identified in staff availability is, “felt sense of availability,” and that 
overlaps with responses related to staff quality. 
 Some of the family members’ comments are expressed in such a way that the 
reader feels their emotionality in describing the provider’s availability.  Other family 
members expressed their experiences by providing concrete details. Some positive 
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descriptions communicated both concrete details and an emotional sense of the family 
member’s response to the staff’s availability. Positive themes were: 1) general positive 
comments; 2) the feeling that staff was available; and 3) concrete details of availability. 
Negative experiences of availability centered around a shortage of staff at particular 
times, such as weekends, holidays or late at night. Other negative reports described a lack 
of availability of a particular staff member or type of staff member (a priest, the kind of 
doctor who spoke in non-medical language). Positive examples follow: 
 “Dr. C deserves special commendation. He was so responsive, honest and gave 
us all the time we needed.” 
 
“Excellent staff … not once did I feel alone or frustrated, they were always 
available to help me. “ 
 
“Nursing staff was by our side every minute.” 
 
“The physicians were informative when we met with them and were available 
when we sought them out but it was the nursing staff that were always available, 
honest and very supportive.” 
 
 Four negative examples follow: 
“I never saw the weekend/late night ICU doctors, they were never around.” 
 
“Have senior level staff there beyond normal business hours.  Bad things 
happened off-shift.” 
 
“I hope in the future you have more nurses and staff members to help you.  I say 
you all did a great job with what you were given to work with.  All hospitals in 
the country are understaffed.  The administrators are over paid to sit at a desk and 
push buttons and pencils.  Do they really understand what goes on in each unit of 
the hospital?” 
 
“The nurse on duty was watching the monitor at the desk or nurses station.  She 
was not in his room when he expired.  She could tell by the monitor.  It was 
Saturday-maybe shorthanded?  I hope in the future you have more nurses and 
staff members to help.” 
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Theme: Family access to the patient 
In “Caring for the dying patient in the ICU,” Fridh (2014) found that when the 
priority of best possible care for the loved one was met, the need for proximity to the 
loved one surfaced as an important matter for family members, and this was not always 
recognized by the ICU staff.  What Fridh (2014) termed proximity and Wong et al., 
(2014) called access to patient and visiting hours, I termed family access to the patient.  
My analysis generated two sub-themes in this category: a) being in the room/spending the 
night, and b) family access to patient as it relates to death.  
Five examples of the importance of subtheme a) being in the room/spending the 
night, are illustrated in the following excerpts: 
“The whole team not only offered care and support for my husband, but for the 
family as well.  They went out of their way to find us cots to sleep in so that we 
could be close to my husband.”  
 
“They kept us informed and updated on his condition and let us come in and see 
him as we needed.”  
 
“Nurses were very informative and cheerful - always let us stay - never 
complained of too many in room.” 
 
“We appreciated being able to stay in my sister's room as much as we could.  We 
always felt welcome there.” 
 
“Many things were done well… including swift action and diagnosis… They also 
allowed me to stay overnight in the hospital.” 
 
 
b) Family access to the patient as it relates to death 
 
“Our experience as a family was the best we could have asked for in this situation.  
I have been an ICU nurse for many years and I can be the "demanding, critical 
visitor" when I feel things are not being done well for my family member.  Your 
staff went above and beyond in all areas. Especially great was…allowing easy 
access in last hours to my Dad's life.” 
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“We were eased through the process, including being provided with chairs 
surrounding our mother's bedside, quiet environment and coffee, water, snacks.  
This … allowed us to focus on our mother's transition through death.  We were 
allowed our privacy and the resident, nurse and staff  were always nearby to 
help.” 
 
“The staff was wonderful and gave us as much time as we needed to stay with our 
Mom after she passed.” 
 
Negative reports of family access to the patient were rare. Two examples of each 
of the two sub-themes follow: 
a) Being in the room/spending the night 
 
“My mom had not been left alone for over 2 years at home, and had no family 
allowed to stay overnight the night before she died. I know the nurses were there 
for her and not us, but I did not like that we were not permitted to stay overnight 
& weren't allowed to return until 10am. They tried to feed her breakfast but she 
refused. When I got there, she finished her breakfast.” 
 
“My one suggestion is although my husband was only there for 3 days the 
circumstances that made that necessary were sudden and totally destructive.  I 
would have been more comfortable if I had been told after emergency surgery the 
rules and allowances for family to access the ICU.  I had no idea a wife would be 
allowed to stay so long or I would have spent night and day on the premises.” 
 
b) Family access to patient as it relates to death 
 
“As she was dying, the family was in the waiting room. We became anxious and 
asked how she was doing. If we hadn't, she would have died without one of us 
there which is unacceptable. I understand there were MANY doctors and nurses 
in the room with her, but we would have appreciated one of us being allowed in.” 
 
“Put down the bedside rails at some point so the family can have some physical 
contact with the patient especially if he/she is immobile. Allow the family to be in 
the room when life support is turned off.” 
 
Theme: Opportunity to say goodbye  
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In their research on patient-focused, family-centered end-of-life medical care, 
Teno and colleagues (2001) wrote about the family’s need for closure and being able to 
say goodbye to their loved one. I termed this code, “opportunity to say goodbye,” and it 
proved to be important to respondents in my study as it was for respondents in Teno and 
colleagues’ research.  Quotes that follow are from seven different respondents and speak 
of positive instances. One respondent commented that her husband was kept alive until 
her son could arrive:  
“I was very impressed. When I asked if they could keep my husband alive until my 
son got there.  They did everything they could and succeeded so my son could say 
goodbye.” 
 
Another expressed relief that her mother was kept alive (brought back to life) until 
she saw her:  
“My mother had no pulse nor heartbeat when she left the nursing home in Brookline.  
I'm glad the BI ICU unit worked hard on her to bring her back for a few hours so that 
the family was able to see her and let her know we were there with her.  I wasn't 
there to make decision.  But whatever decisions the ICU team made, I felt was right 
and I'm grateful for those decisions because I was able to see my mother before she 
passed.” 
Similarly three additional respondents wrote: 
 “[They] allowed us the time to get to the obvious continued aggressive care until 
the last family member could get there.  We really appreciated that because Dad 
only lasted 7 hours after switching to comfort care.” 
 
“We requested my father to be on life support a bit longer than what ICU wanted 
due to my sister and I arriving from Iowa to say our good-byes.  They went 
beyond their duty with the entire family!” 
 
“Waited to disconnect life support for several days until our son could arrive from 
overseas and then gave us time together until 8 pm (beyond shift change).” 
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From these responses, I also learned that one of the advantages of ICU technology 
and having a loved one in the ICU was that technology was used to keep the patient alive 
until the family could arrive to say goodbye. In contrast to what might be expected, ICU 
technology was not mentioned frequently in the data, and when mentioned, it was usually 
in the context of keeping a loved one alive long enough for someone to arrive from out of 
town, out of state, or in some cases, out of the country in order to say goodbye. In fact, 
references to the importance of ICU technology were most often connected to the 
opportunity to say goodbye theme. In respondent comments, the combination of ICU 
technology and the opportunity to say goodbye was striking. 
Other quotes speak of the opportunity to say goodbye without reference to ICU 
technology: 
Non technology positive examples 
 
“I spoke with my dad 10 minutes before he died to say I loved him and he to me. 
If [staff person’s name] didn't call me, I wouldn't have had the last conversation.” 
 
“I think everyone waited until I arrived before sedating her.  I appreciate that, as I 
was able to see her conscious one last time. ” 
 
“In the end Laura woke up and gave us a farewell smile and it made it a lot easier 
for all my family.”  
 
And, to be expected, not all comments were positive. 
Negative examples 
 
“My only complaint is that my husband was sedated when I arrived at the ICU.  
Unfortunately, we were unable to have a last conversation together.  I miss that 
very much.” 
 
“I wish I knew that the infection he picked up was lethal for a man of his age (we 
googled it and found out after).  He was sedated and very comfortable, I didn't get 
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to say goodbye.  Do you think a heads up when something is that serious would 
be a benefit to the family? ” 
 
“I only wish I had known before the breathing tube was put in… that I spoke to 
my husband more, reassuring him. I never had the chance to speak to him again. I 
did not know he would die.” 
 
 
Codes of Special Interest for this Study 
 Codes of special interest were the third category of codes applied to the data. 
They are presented in Table 4 below.  
Table 4: Codes of Special interest to the study  
Death (direct mentions) 165 
Attention to Spiritual Needs 44 
Social Worker Role 36 
 
 
Table 5: Observations across Themes 
Statements of Appreciation  
Co-occurring themes (or compound 
codes) 
 
 
Theme: Death (direct mentions) 
In addition to rich, detailed comments on their experiences of ICU care, family 
members spontaneously wrote about the death of their loved one. They commented on 
how it was handled, when it was well-handled, how it could have been handled better, 
when it was horrible, and how they felt about the quality of their loved one’s 
death.  Positive examples follow: 
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   “Hospice-like” environment  
 
“When it was clear that comfort care was the goal of treatment until Carol died, 
the ICU team "converted" the space and atmosphere to a hospice-like 
environment.  No restrictions on the # of people in the room or the length of time 
we stayed.  Staff even brought in fruit, coffee and other snacks.  We didn't even 
know that this could happen in an ICU.  The staff were extremely respectful, for 
our space + for what the family was going through.  Also staff listened to the 
family need to make sure Carol was comfortable.” 
“Everything was done well. My father was allowed to deal with my mom's 
passing as he needed with no rush to leave at all. 
 
“Everything that was done by the doctors and staff made everything much easier 
for our family while coping with his death. 
 
No stone left unturned “Everything that could be done was done” 
One idiom found repeatedly in the data was, “We felt that everything that could 
be done was done…,” and another related sentiment, “We knew the doctors did 
everything they could to save our mother/father/sister/brother,” also appeared recurrently. 
This “knowing” or believing that everything was done to save the patient appeared to be 
very important to family members. Five examples follow: 
“We were amazed by the doctors and nurses in the ICU.  We felt he was in the 
best hands possible and though he, my son, did not survive the heart surgery, we 
felt that everything that could be done was done.  When my son passed, the 
doctors and nurses were very compassionate and we felt that they themselves felt 
the loss as much as we did.  Thank you from the bottom of our hearts.” 
 
 “I can't thank the team of doctors but especially nurses that never left my 
husband's side during his time in the ICU.  Everyone did everything humanly 
possible to help him unfortunately it was not to be.  Thank you for your 
kindness.” 
 
“I felt that every member of the team in ICU did everything extremely well.  Our 
primary nurse was just amazing, right down to finding music on her iPod that 
might have been comforting to my mother.  I felt involved in the decision making 
process and also felt that everything that could have been done was done. Social 
work was truly amazing!” 
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“My father was only in the ICU for about 48 hours. The staff was very nice, 
flexible and supportive. We all knew he was probably not going to make it but we 
and they tried to make decisions based on the bit of hope we had.”  
 
“Dr. O's resume speaks for itself.  In retrospect, his wisdom in advising me not to 
make a premature decision left no doubt in my mind that every possible effort was 
made for my wife to survive and lead a meaningful life.”   
 
Positive death examples, general 
“I have the most respect for the team that worked on jen's life but it was not in the 
cards for her. It helped with the grieving of her life to have her get the best care 
that anyone could have gotten. Thank you.” 
 
“On my father's last day the staff provided what we needed in support, etc while 
still allowing us the time and "space" we needed to say goodbye.  The hospital 
staff made what was a bad experience as tolerable and calming as could be 
expected.” 
 
“The staff was so caring, wonderful, supportive.  We left, after her passing, 
feeling a wonderful sense of having done the best in all ways for my sister.” 
 
 “Everyone was respectful of my mother's wish to have no extraordinary measures 
to prolong her life. (Should people have asked to see the living will?)” 
 
“In particular myself, but the family in general, was extremely well supported 
around the decision to remove life support. We were guided through the process 
with great care and sensitivity.” 
 
“We felt at ease leaving our mother in their care when going home each and every 
night.  They told us we could call throughout the night to check on her and we 
did.  God bless them all.  When she did go it was very peacefully.” 
 
“A nurse named John was the perfect combination of compassion, kindness and 
broad shoulder to guide me at the most devastating experience of my life.  Next, a 
doctor whose name I cannot recall at this moment stayed with me and my best 
friend, Eileen, in the ICU waiting room as well as in the ICU.  Everyone was 
forthright and did not give me false hope. The team's consistent injection of truth 
in my bubble of denial helped me immensely to process the reality.” 
 
“I felt that everything that was done for my brother and our family was 
exceptional. Everything that was done by the doctors and staff made everything 
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much easier for our family while coping with his death.” 
 
Negative death examples, general 
As the following 10 quotes illustrate, respondents described bad experiences 
related to the patient’s death. Family members felt that the life of their loved one was 
unnecessarily prolonged or tragically shortened. A few respondents questioned the 
necessity or inevitability of the death. Others reported that too little was done too late. In 
these negative experiences surrounding the death, some described conflicts between their 
family and staff, and among the staff.  Some respondents reported that staff failed to 
communicate with them or didn't hear them. Others suffered from the feeling that their 
loved one was in pain and/or alone at the time of death, or that they were left too alone 
with their grief. Respondents described staff as lacking empathy, cold, and unfeeling. As 
examples illustrate, a lot of their negative experiences related to the who, what, where, 
when and how of communication. 
 “I was shown an MRI and saw where the blood was in the brain without any 
explanation as to why or what could be done. I had to look it up on the net for 
that. I was not told WHY nothing could be done to help him. The doctor said I 
was not allowed to stay with him when the life support was turned off. After 
four more hours there were still complications (for organ donation) so I left. I 
wish someone with a clear head had suggested I stay. I will regret leaving 
forever.” 
 
“I felt abandoned by the health care team the night my mother passed at the 
hospital.  I felt the doctor did not provide an explanation that was honest, direct or 
listed the events to how my mother passed.” 
  
“He didn't need to spend his last weeks having toes amputated for NO REASON.  
He could have been comfortable at home watching his beloved Red Sox on his 
own TV with friends and family around.  He could've spent quality time with his 
kids.  I begged them to be honest with him and they weren't.  They should be 
ashamed of themselves not suggesting hospice-he would've accepted it and 
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could've avoided months of torture and agony.  They need to get real and talk to 
the palliative team.  They need to be honest with their patients. (not to mention 
the impact on our healthcare system, but that's another story….)” 
 
“When a family member is being told that their loved one has died, it should be in 
a private space, if possible.  We were told that my brother had died while standing 
in a hallway and my brother's girlfriend almost fainted. My brother was highly 
agitated for 1-2 hours before he died-I do wish that he could have been kept more 
comfortable.  His death was unexpected by both family and medical staff.” 
 
“…I walked away unsure as to what really happened.  I do know there was a 
nurse on duty who only met and cared for my mother the night she passed.  To 
this day, my heart remains heavy with uncertainty as to the events leading to her 
death.  Also leaves a bad taste in my mouth about BIDMC.  ICU needs to do 
better at reaching out to family members with their time as well as their 
compassion.  Human beings need that because it is most difficult to watch loved 
ones suffer while lying in a cold hospital bed--surrounded by strangers.” 
 
“Unfortunately, I can't remember the anesthesiologist's name but he spoke to my 
father a few days prior to a scheduled surgery that unfortunately didn't take place 
and was too blunt and explained all the things that could go wrong with the 
procedure.  I truly believe he managed to scare my father to the point that he 
didn't want to have the surgery.  3 days after this conversation, he passed away 
unexpectedly.  Please, and I can't stress this enough, please relay this message to 
ALL your anesthesiologists that though things should be explained, also read the 
patient and know when too much information is detrimental.” 
 
“Why were so many people around my father as he died?  I could not even get 
near him.  His last words were "help me, they are killing me!!!"  We left him 
thinking he would be alive when we returned.  I thought your hospital was a great 
place for my Dad to be brought to.  I found out early on that I would have had my 
Dad die in a quiet, private room and not as terrified as he was.  My handsome, 
intelligent, strong father was taken from me in a way that I will NEVER forget.  I 
think of the hell that he lived at the end of a beautiful life.” 
 
“If we were given REAL expectations from the beginning, ICU would never have 
been an option for this patient.” 
 
 Death-related quotes appear in other sections, for example, they are situated under 
the sub-themes lack of directness, feeling uninformed of the true nature of the condition, 
family access to the patient as it relates to death, and family opportunity to say goodbye. 
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These death related quotes appear in other sections because they are related to those 
subthemes. The quotes selected for this section have death in the foreground. 
Theme: Attention to spiritual needs 
 
I call the reader’s attention to the Institute for Family Centered Care 2016 
Guidelines and the way in which the guidelines describe respect and dignity: “Patient and 
family knowledge, values, beliefs and cultural backgrounds are incorporated into the 
planning and delivery of care.” Attention to spiritual needs is an idea included under this 
general statement. I broke it out from the respect and dignity code because the data 
guided me and the data was specifically about spiritual care as separate from respect and 
dignity. 
Negative experiences of spiritual care can be characterized by: a) the absence of a 
specific kind of clergy; b) the absence of any clergy; c) having to wait a long time for 
someone to arrive and feeling dissatisfied with the person who came; or d) having to wait 
a long time.  Some dissatisfaction or complaints were: e) specific to the clergy’s 
behavior; f) distress associated with a missed opportunity for last rites; or simply, g) not 
being offered a priest or chaplain. Seven negative examples follow: 
“I and my family were VERY DISAPPOINTED in the response of BI to us 
asking for a priest to come and give my husband last rites.  He never got them.  
He passed without them.  He was Roman Catholic, so it was important to him.  A 
woman came that was of the Jewish faith and said some very nice prayers for us.”  
 
“While registered as a Catholic, in the last 2 days we were not offered the last 
rites by a priest.” 
 
“We had to prolong her care as we had to wait almost four hours for a pastor to 
administer her last rights [sic].” 
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“Rabbi was called but not there, so nobody came.” 
 
“No pastor available on Saturday when pt passed away.” 
 
“My only wish is that the chaplain staff were as committed to patient care as were 
the medical staff. In all hospital situations care needs to be provided for body & 
soul. The person (patient) received excellent medical care. The spiritual care was 
not there.” 
 
“My family and I thought the priest who came to visit my mother was very cold.  
He acted like he had other places to be and rushed through the prayer to leave.” 
 
 Positive reports of spiritual care are more general and less differentiated than the 
negative responses. Positive comments reflect on: a) the presence of a priest or other 
clergy; and b) an atmosphere that was “conducive to meditating, praying, and 
contemplating”. Four positive examples follow: 
“It was largely quiet in the ICU.  In some hospitals, phones keep ringing at the 
nurses' desk, doctors are frequently paged over a loud speaker and conversations 
among staff members are too loud and annoying.  None of this describes our 
experience at this hospital.  It was quiet for family members at a very difficult 
time in their life.  It was conductive to meditating, praying, and contemplating.  
The Catholic priest, who administered the last rites was exceptional in the service 
and said outstanding comforting prayers.” 
 
“In the last hours of my sister's life she was made comfortable and the 
environment was peaceful and calm. The family was treated with respect. 
Spiritual needs were met and the chaplain was wonderful.” 
 
“Getting one a Catholic priest within 20 minutes staff showed so much 
compassion for us and our loss.  Staff was very respectful.” 
 
“Caring chaplain, very timely!” 
 
Observations across Themes 
Theme: Statements of appreciation 
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People used the survey as an opportunity to express their feelings of gratitude to 
the staff or institution. I coded these comments statements of appreciation because I 
thought it was important to capture this desire to express their thankfulness. I realize that 
most of these examples are captured by an element of care content theme such as 
emotional support, staff quality or quality care. Nonetheless I thought it was important to 
highlight these statements of appreciation as they capture an important dimension of their 
experience. Even in reports of their family member dying, their responses demonstrated 
palpable positive affect. Experiencing this level of care felt personal and respondents 
were personal in their responses. Respondents often commented that the staff “treated us 
like they would their own family”. 
“There isn't a thank you card large enough for all the help and support the team in 
the ICU dept gave me and my family during this most difficult time.  I will never 
forget them.  They were so good to my husband in making him as comfortable as 
possible.” 
 
“Thank you from the bottom of my heart. One of the things I appreciated the most 
was the nurse changing his name on the board.  He was no longer a John Doe he 
had a name: Jack R. and he was my father.” 
 
“While our experience was heart wrenching your entire staff made it as gentle as 
possible.  We are forever thankful for that” 
 
“You did such a wonderful job. We'll always be grateful for your allowing us the 
gift of balancing our tragedy with your sensitivity.” 
 
“Your nurses were absolutely fabulous! Tell them thank you very very much.” 
 
“I would like to thank all of you for helping me through this terrible accident. 
Love to all, Jane.” 
 
“Please continue to treat each patient as if they are your family member.  
Compassion is often missing in today's health care systems.  Keep up the good 
work.” 
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“Not sure where to begin here.  Everyone in the ICU was so wonderful and kind 
to us and did everything they could to care for us and to care for Dad.  The weeks 
that Dad was in the hospital were terrible, and thoughts of them still bring me so 
much sadness.  But the Beth Israel Deaconess staff were so good to us.  I wish I 
could thank all of you by name.” 
 
 “They made one of the hardest days of my life easier to bear.  When my brother 
passed they supported me like a family member would.  God bless them.” 
 
Theme: Co-occurring themes (or compound codes)  
Another finding of helpful aspects of care, beyond those already reported is the 
occurrence of simultaneous experiences involving more than one aspect of care (and 
more than one theme). The importance of these combinations of experiences can be seen 
in the respondents’ words. Examples of this phenomenon follow: 
 “Many of the nurses and aides were extraordinarily competent, caring and 
energetic.  The doctors were kind, knowledgeable and informative.”   
 
“Our family has never experienced such excellent care, grace, humanity and 
efforts.” 
 
“I thought it was wonderful-caring staff, well trained. Our sincere appreciation 
goes to Carl P.  He is an outstanding doctor.  His bedside manner, total concern 
for patient and particularly the family in crisis aren't skills taught in med school.”   
 
“Very very much appreciated the knowledge of all staff and the humanity and 
warmth of all attending to the care of my husband-He truly felt their concern.” 
 
“The ICU staff were very professional and caring.” 
 
“Your staff was responsive and professional.  My sister received good care with 
very respectful attitude to me and my family.” 
 
This concludes the section on research questions two and three.  
 
Social Workers’ Interaction with Family Members 
As previously stated, responses concerning the role of social work were limited. 
Nonetheless, responses were informative and descriptive.  
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 There were many more positive than negative responses about social work. Most 
of the positive comments were general such as the social worker was helpful and caring, 
extremely helpful, wonderful, excellent, outstanding, great, supportive and empathic, and 
your social work staff is great! Some used adjectives that were more exuberant such as 
unbelievably great, incredibly fantastic! social work was truly amazing!…. or used more 
specific adjectives such as “The social worker was warm and compassionate and a great 
source of comfort at such a devastating time.  She's a treasure.”  
 Other respondents identified helpful tasks that the social worker did: “The social 
worker was a big help with a lot of things from parking to making proper calls for me 
which also involved the Veterans.  She got me all the answers.” Another respondent said, 
“Social worker was very compassionate and helpful in assuring a family member would 
get transportation if needed.” One respondent remarked on the emotional impact of the 
social worker’s care, “The team was great. You could tell they really care.  …  And 
Marie in social work, held me together.”  
 Some family members explicitly appreciated the qualities of the social worker, 
remembered them by name and wanted to thank them, “Please thank the social worker, 
(male JK), whose insight, compassion and sensitivity were noticed by the entire family.”  
Another wrote, “We were impressed with the early presence and help of social worker, 
Robert B. and appreciative of his condolence note after the fact.” 
 Several comments indicated a mixed experience with social work. One 
respondent said, “Social work [was] supportive but a little too much info @ funeral 
arrangements.”  Another respondent reported this about social work, “… initial 
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discussions were thorough and promising, but follow-up did not transpire (this may have 
been an indicator of the seriousness-<hopelessness?> of my wife's condition).”  One 
recommendation for social work was reported,  
“My own perspective, but may be helpful: both social work and spiritual care people 
should make themselves known at the same time very early in the process so that family 
members know in person what people they can turn to.”  
Only 10 respondents had anything negative to say about social work. The range of 
negative experiences associated with social workers included feeling like the social 
worker was absent, unhelpful, did not follow-up, or was too focused on funeral 
arrangements. In a very small number of cases, they were experienced as cloying, 
uncaring, unprofessional or disrespectful. Below I present all of the negative comments 
reported: 
“We had to spend all night suctioning the blood from his mouth and his nurse 
pretty much ignored my sister and I.  We also NEVER saw a social worker.” 
 
“I was very unhappy with the social worker when we first reached the ICU and 
were trying to come to grips with our situation.  The social worker arrived, she 
asked us "what happened"?  She repeated the question 2 more times.  Finally my 
adult daughter said, "we are too upset to talk to you now".  The social worker just 
stood there.  She finally walked away.  I thought her to be inconsiderate and 
unable to understand our feelings at that moment.  I, as well as my children, 
thought that we assumed she was present to support us.” 
 
“I found a social worker a bit cloying and "funeral". 
 
“Social work supportive but a little too much info @funeral arrangements.” 
 
“Suddenly needing to leave the room while equipment was being disconnected is 
an awful experience.  We were left to fend for ourselves in the area outside his 
room.  Having a counselor of some sort would perhaps have helped in many 
ways.” 
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“Every social worker treated my sister like a child and ignored me-even when she 
said she wanted me present and involved. We were discussing surgery and follow 
up while the social workers were discussing going home!  Completely 
unreasonable.” 
 
“I felt that decisions made were not asked beforehand, or when asked, the 
repercussions with the decision was not fully disclosed. There was very poor 
communication from the doctors and miscommunication between the doctors and 
nurses. I was extremely unhappy with the social workers, they absolutely DID 
NOT care about my family.” 
 
“I never saw a social service member. Please evaluate.” 
Positive comments on social work follow: 
“Drs and nurses and ICU desk staff are superb beyond description.  Social work-
incredibly fantastic!”  
 
“I felt that every member of the team in ICU did everything extremely well. 
…Social work was truly amazing!” 
 
“Social worker was very compassionate and helpful in assuring a family member 
would get transportation if needed.” 
 
“Please thank the social worker, Jason, whose insight, compassion and sensitivity 
were noticed by the entire family.” 
 
“We were impressed with the early presence and help of social worker, Robert, 
and appreciative of his condolence note after the fact.  We were also very grateful 
for Kelly’s presence, most especially with her spiritual presence at the end and her 
follow-up note of condolence.  My own perspective, but may be helpful: both 
social work and spiritual care people should make themselves known at the same 
time very early in the process so that family members know in person what people 
they can turn to.” 
 
“Your nurses were the best.  And Emily, social work, held me together.” 
 
“I had never been to your medical center and the staff were great and your social 
workers were outstanding.” 
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The data reported in this chapter operationalized the 9 FCC sub-themes and 
derived 47 subthemes. These results and the implications of these results, along with 
limitations of the research are discussed in the following chapter. 
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CHAPTER 6: DISCUSSION AND IMPLICATIONS 
This chapter offers an in-depth discussion and analysis of the study’s findings related 
to the FCC model and its relevance to care in the ICU as well as the study’s contributions 
to FCC and possible avenues for extending the model.  I discuss the practice implications 
of beneficial and non-beneficial experiences of care reported by family members, and 
their reports of interactions with social work services.  In the process, I identify future 
research directions to improve ICU quality end-of-life care. 
As seen in the Results Chapter, the data revealed that many family members were very 
satisfied with the care they and their dying loved one, received. There were exceptions, 
and some of the exceptions were experienced as traumatic, but they were few in number. 
The attention, kindness, and professionalism with which care was delivered, and the 
experience of reassurance that their loved one was well taken care of, characterized many 
family members’ experiences. 
Some observations about the sample’s demographics warrant highlighting. Although 
women are usually the great majority of respondents to family surveys, this data had a 
more balanced sample of men and women. Further, 2/3 of the respondents were living 
with the patient so we could assume that the relationships were more intimate than might 
be if the respondent and patient lived separately.  I was particularly interested in the age 
of the patients who died; I wondered if they were fairly late in life or young enough that 
family members might have thought they would live longer. Most (74%) of these non-
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survivor patients were between the ages of 60 and 99; 17% were between the ages of 20 
and 59. Sixty per cent of the sample had previous admissions—this is important because 
family members of those patients might have learned from previous admissions that the 
patient could survive the ICU, therefore family members may have had an incentive to 
admit to the ICU instead of hospice, if family members ever considered the choice. 
Family-centered Care (FCC) 
Relevance of FCC Model to ICU Care 
In viewing the data through the FCC lens, I explored the extent to which 
respondent experiences reflected the presence and therefore, relevance, of the model. I 
found that family member responses reflected all of the concepts associated with FCC. 
Positive experiences in the ICU were associated with the presence of FCC concepts and 
negative experiences often reflected a lack of FCC-type care. Family member reports 
show that medical care that is consistent with FCC leads to satisfaction with the care of a 
loved one, as well as family member satisfaction with the care they themselves received 
as significant others.  
To the extent that quality care is associated with experiences that family members 
see as positive and responsive to the needs of their loved one, as well as responsive to 
their own needs, these findings support the growing literature that suggests that providing 
medical care consistent with FCC principles is a good predictor of quality care 
(Davidson, 2009) and is likely a good predictor of quality end-of-life care in the ICU. 
Thus, this study provides support for the relevance of FCC treatment in end-of-life care 
in the ICU. 
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Study Contributions to FCC Model 
1. Explication of themes and creation of sub-themes 
The in-depth data analysis of family member comments provided many 
illuminating details of the FCC elements.  That is, the data analysis revealed numerous 
specific behaviors and actions consistent with FCC principles. Although the FCC 
principles are abstract, the meticulous identification of sub-themes in this study 
elucidated how the principles could be operationalized. The data analysis operationalized 
all nine FCC elements and identified more than 47 sub-themes. 
This study joins research presented in the literature review (Henrich et al., 2011; 
Teno et al., 2001; Weinrich et al., 2003; Wong et al., 2015) that explicates the “texture” 
of concepts such as emotional support and communication and the ways they appear in 
practice in the ICU.  Perhaps more important, this study extends previous research by 
presenting a more comprehensive, as well as a more detailed, assessment of FCC 
elements and their sub-components.  It extends the Henrich et al., (2011) Canada study 
by contributing more detail and it extends the Wong et al., (2015) and Weinrich et al., 
(2003) studies by being more comprehensive. For example, in their research, Weinrich 
and colleagues (2003) explicated two domains: emotional support and personalization, 
providing detail and texture.  Emotional support was characterized by compassion, 
responsiveness to emotional needs, maintaining hope and a positive attitude, and 
providing comfort through touch. Personalization was characterized by “treating the 
whole person and not just the disease,” making the patient feel unique and special, 
considering the patient's social situation. (pp. 239-241). However, my data allowed me to 
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illuminate over a dozen domains of care in this Wenrich-like detail.  Communication is a 
domain of care in which detail is often not offered. My analysis led me to identify 14 
dimensions of the importance of communication. In addition, I included a variety of 
quotes for each of the subthemes in order to represent various dimensions of the concept. 
While Wenrich et al., (2003) provide an illuminating level of detail for two concepts, I 
did so for 15 concepts. 
2. Identification of elements not included in the model 
 
In addition to operationalizing aspects of FCC care, the data revealed some 
aspects of care that were not included in the FCC model yet were important to family 
members.  As detailed in the Results Chapter, data analysis provided an opportunity to 
identify the following five important aspects of care that are not in the FCC model: staff 
quality, quality care, staff availability, family opportunity to say goodbye, and family 
access to patient. These additional dimensions of care provide an opportunity to consider 
how the FCC model might be extended or adapted to end-of-life care in the ICU. 
When considering the five concepts for possible inclusion to extend the model, it 
is not evident that all of the concepts would be useful additions. For example, family 
access to patient might be a category worth adding and family opportunity to say 
goodbye might fall under that category or be a useful stand-alone element worth 
emphasizing in ICU staff training. However, the vitally important elements, quality care, 
quality staff and staff availability, are probably not likely candidates for extending the 
FCC model.  The rationale for not adding two of the most frequently mentioned and 
critical concepts, quality care and quality staff, is that, if the other elements in the FCC 
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model are followed (e. g., emotional support, respect and dignity, communication), an 
explicit statement of staff quality may not add anything meaningful to the model. It is 
meaningful and telling that the families commented so frequently (and emotionally) on 
the quality of the staff, but that may not translate into a useful extension of the model.   
As one would expect, quality care was an important feature of family members’ 
experiences. As will be emphasized later in this chapter, people’s perception that their 
family member received quality care was of the utmost value. While, it is neither 
explicitly nor implicitly part of FCC, the idea that quality care is an important component 
of quality end-of-life care is not in question. Quality care is going to be included in any 
delivery of care implementation strategy. As with staff quality it is not clear that adding it 
to the model would impact the model’s utility. 
Future Directions for FCC 
Since the study details behaviors that are illustrative of each FCC concept, those 
behaviors and the sub-themes revealed in this analysis can, likewise, be used as an 
education/training tool to better prepare health care providers for delivery of clinical 
services.  The sub-themes could be used to translate FCC principles into practice 
guidelines or to provide examples for such guidelines.  
For those interested in developing the FCC principles for use in research, the 
findings provide a fine grained analysis; this detail could be used as the basis for an FCC 
instrument that could be used for quantitative studies, for example: (a) to compare FCC 
in different hospital settings; (b) to compare FCC between settings such as ICUs and 
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hospices; (c) to assess the consistency of use of FCC in ICUs over time; (d) to examine 
the utility of FCC when care is provided in a non-family context—does use of those 
principles result in positive responses from patients in the absence of family members 
and significant others?; (e) to compare the responses of health care staff and family 
members to an FCC survey in which the staff assessed their provision of care related to   
FCC principles and family members assessed their receipt of care related to those 
principles.   
Qualitative studies could also expand the scope of the work conducted here, for 
example:    
a) Comparing responses of family members whose loved ones did and did not die in the 
ICU to understand the extent to which FCC principles are reflected in their 
experiences.  The experiences of these two groups might actually differ, or their 
reports might differ due to having a loved one die in the ICU.  
b) Assessing family member responses in light of demographic data: When the survey is 
conducted in the future, family demographic data including race, socio-economic 
status, and the community in which they reside would be collected. 
c) Assessing whether there are institutional or regional variations in the identification of 
FCC concepts by family members by conducting a similar study (to this one) in ICUs 
in other parts of the state or other states. 
 
Beneficial and Non-beneficial Aspects of Care  
Analysis/observations across Themes 
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After identifying themes and sub-themes in the data, I observed additional 
important patterns. I did not categorize these as codes or themes per se, because they 
represent my observations or interpretations of clusters of data (with the exception of 
statements of appreciation which were coded). One observation of a pattern across 
themes is the phenomenon I am calling compound themes or co-occurring themes.  
Another pattern concerns the tone of the material: these include statements of 
appreciation, or use of superlatives and idioms such as, “they treated us like family,” 
“they went above and beyond,” “they did everything anyone could do.” Other themes 
were humanizing care and talking is tangible. Although, examples of two of these 
observed patterns, statements of appreciation and co-occurring themes, are presented in 
the Results Chapter, a few representative quotes are included here because they tell the 
overarching story of what mattered to respondents about the care that they and their 
family member received. 
1. Statements of appreciation  
While coding the data, I was struck by how often (293 times), exuberantly and 
explicitly, family members used the survey as an opportunity to express their feelings of 
gratitude to the staff or institution. The majority of these comments are captured in a 
content theme such as emotional support, staff quality or quality care. Nevertheless I 
coded these examples in my data analysis because I thought it was important to capture 
family members’ desire to express their appreciation and highlight this important 
dimension of their experience. The care they reported receiving was profoundly 
appreciated. This urge to thank the staff and at times, the institution, was tangible.  Here, 
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I present two of the comments I coded with the statements of appreciation label to 
capture the overall positive experience communicated by the family member. 
“I can't send enough praise for the staff and everyone at BIDMC.  Mom and I 
enjoyed our doctor visits and the staff allowed mom and I to journey through her 
death with dignity and privacy.  THANK YOU ALL.  I hope the read this and 
know how grateful we are and were.” 
 
“Although it was an extremely difficult time for us, the entire staff made a dire 
situation more comfortable.  I cannot thank the ICU staff enough! 
 
The survey itself was an opportunity for family members to express appreciation 
in general and specifically about being asked about their experiences. In commenting on 
the survey, there were more family members who indicated the sentiment, “Thank you so 
much for the opportunity to speak of this,” than there were family members who 
expressed the sentiment, “This is too soon to ask me.” While some respondents recounted 
their horrible experiences when recalling the death of their family member the element of 
horror was not evoked in most of their responses. In the ICU, they encountered a death 
but they also encountered a profound experience of being cared for. This opportunity to 
say something about their experience mattered to them. 
2. Compound codes or co-occurring themes 
Another finding focuses on family reports involving more than one aspect of care 
(and more than one theme). For example, the patient is receiving good medical care and 
the staff is emotionally attuned to the patient’s needs at the same time. My categories and 
my coding separated these functions, but often it was a combination of functions that 
family members experienced simultaneously and on which they commented.  I return to 
this idea of co-occurring themes later in the discussion of death where, I believe, it plays 
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an even more significant role than it does when family members comment on their 
experiences in general. 
3. Tangible outcomes: talking and other low tech, high-touch care  
The literature reports that health care professionals can feel like they have nothing 
to offer if they can't save a patient’s life, but in fact, my data showed repeatedly that, 
when doctors and other staff spoke with family members, they were doing something 
tangible and tremendously valued even if they were not saving a life. It would be useful 
for the medical staff to know how much families value honest/direct information even 
when the news is difficult or especially when the news is difficult, as illustrated by the 
following two comments: 
“Looking back on that night the doctors in attendance were up front with me once they 
realized they could not save her.  This should be the way, keep on doing this.  The 
attending ICU doctors took time to explain my wife's problem and what they were trying 
to do to save her.” 
 
“The ICU doctor, whose name I believe was Dr. S was excellent.  She explained in clear 
fashion the treatment which was being administered to my mom.  Equally as important, 
she demonstrated compassion, tact and impeccable timing in presenting to us and helping 
us confront, the end of life decisions which had to be made.  She handled us with great 
dignity and understanding.” 
 
In the context of pervasive high-technology care, respondents primarily 
commented on low-technology or high-touch practices. In the ICU, where the most 
technologically sophisticated aspects of medicine are offered, what people described 
valuing were the care, kindness, attention and compassion they received from the nurses 
and doctors. Given the nature of the data, it is not possible for us to know whether family 
members most valued the low-tech, high-touch aspects of care, or whether, in the context 
of the ICU, family members took high-technology and critical care expertise for granted 
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and therefore did not think to comment on it. In either case, ICUs are the most technically 
sophisticated care centers of a hospital and when ICU technology was mentioned, it was 
mentioned in the context of keeping a loved one alive long enough for someone to arrive 
(from out of town, out of state, or in some cases, out of the country) to say goodbye.  
Analysis/observations of Family Member Comments about Death 
Regarding the process of death, the data revealed that many family members felt 
satisfied about the services they received. A small minority of respondents described very 
negative experiences. Of all the negative experiences described in the data, the most 
detailed and descriptive of them related to the patient’s death. As illustrated by examples 
in the Results Chapter, most of the negative reports were about communication, including 
who, what, where, when and how it occurred.  A few respondents questioned the 
necessity or inevitability of their loved one’s death. One respondent expressed frustration 
that the staff had given up too soon, 
“No, because I don't think there was anything done well.  Too much negativity 
and giving up after 1 day on a patient is no way to run an ICU unit in the Beth 
Israel Hospital.  There should always be a Plan B to help save a life, and not 
putting your arm up in the air and saying there is nothing more we can do.” 
 
Another felt that only the patient’s suffering, and not his life, had been prolonged, as can 
be seen in this comment: 
 
“I felt it hard to get the doctors to understand that we did not want to prolong his 
suffering.  He was asking for palliative care but kept being reassured he would get 
better.  I finally produced signed documents he had saying he did not want to live 
like that.” 
 
Again, these examples, though at times reflecting a traumatic experience, were rare. More 
prevalent were the very positive experiences reported in the data. 
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1. Everything possible was done for loved one 
Additional insights into beneficial aspects of care came from interpretations or 
readings of the data that went beyond its manifest content. For example, many 
respondents expressed some version of the sentiment, “We knew the doctors did 
everything they could to save our mother/father/sister/brother.” This “knowing” or 
believing that everything was done to save the patient appeared to be very important to 
family members as expressed by one family member, 
“To the staff at BIDMC ED + ICU-Thank You!  It was an absolutely awful thing for 
the family to have to go through-mother alive and well at 4 pm and brain dead by 5 
pm but we ultimately felt that everything that could be done was done.” 
 
 
The study illuminated respondents’ priorities regarding the death of their loved one.  
For example, this perception, which was said in a variety of ways (“They did everything 
possible to keep him/her alive”), may reveal something key about why people go to the 
ICU instead of to hospice, when hospice is a fitting alternative. 
This led me to a speculation. Given the very poor health of some of the patients 
and oftentimes terminal nature of the patient’s condition, it would seem that family 
members or the patient might have chosen hospice, if it appeared that death was coming 
soon and the family wanted the patient to be comfortable.  However, from family 
member reports, it seems that they often chose the ICU instead. How can we understand 
the choice of the ICU in cases where there was a choice? People might go to, or bring, a 
dying loved one to the ICU instead of hospice because they can get medical care without 
the nagging doubt that they might have given up too soon or because they might not 
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know that their loved one is dying. With advanced medical technology and so many other 
changes in medicine, it is really hard to know when someone’s time to die has come, so if 
a family member wants to feel that he/she has done everything possible, going to the 
hospital may seem the only alternative. My speculation should be considered in light of 
the fact that my study did not include families who chose the hospice path (vs ICU) or 
patients who exited the ICU to enter hospice. 
2. Value placed on ICU intervention plus hospice-like care 
Being treated in an ICU (that is, having access to advanced medical care) that also 
provides good psychosocial care may provide the family member with the best of both 
worlds, that is, receipt of active treatment and hospice-like care which contributes to the 
belief and subsequent reassurance that they did everything they could for their loved one. 
The Results Chapter included quotes illustrating perceptions of everything-that-could-be-
done-was-done and hospice-like-care experiences. For example, “I was amazed at how 
kind, caring, and professional the entire staff was to me.  Top notch care medically and 
emotionally.”  
Hospice (ideally) can keep a person comfortable in the process of death, but it 
cannot do everything possible to keep one’s loved one alive. To elect hospice care, the 
patient has to accept that he/she is dying. If the patient is not in a position to make that 
autonomous decision, the family member has to accept that the person is dying. If 
choosing hospice is the symbolic equivalent of accepting death, or perhaps giving up life, 
going to the ICU is the symbolic equivalent of NOT giving up; and more to the point, not 
giving up on a loved one. Taking a loved one to the ICU has the benefit of the assurance 
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that one has done everything possible.  As is true of hospice, the ICU is a place where the 
staff is expert in keeping people comfortable; thus, in choosing an ICU, a family member 
has the benefit of simultaneously doing everything possible for a loved one and when the 
time comes, and doing the maximum possible to provide him or her with a comfortable 
death. The following quotes illustrate this last point, 
“When it was clear that comfort care was the goal of treatment until Cindi died, 
the ICU team "converted" the space and atmosphere to a hospice-like 
environment.  No restrictions on the # of people in the room or the length of time 
we stayed.  Staff even brought in fruit, coffee and other snacks.  We didn't even 
know that this could happen in an ICU.”  
 
“You made the passing easy to accept. You did all the tests necessary to prove 
that our loved one had suffered brain death. You sent the chaplain to console us 
and the wonderful woman who played the harp for us. She was great.” 
 
“Debbie died, your staff tried, but her illnesses could not be overcome with 
today's medicine. Keep pushing the limits of medicine but keep the human touch 
as a member of the team.” 
 
Competence or quality care is more guaranteed in an ICU than in other settings.  
Whether justified or not, people go to and are admitted to the ICU with the belief that 
they will receive treatment and survive. 
 
Findings in light of Canada Study 
Given the literature on end-of life care in the ICU, I was not certain whether my data 
would show that family members had primarily positive or primarily negative 
experiences in the ICU.  Statements by the Society of Critical Care Medicine and the 
American Thoracic Society highlight a pressing need for physicians in critical care 
environments to be much more responsive to family communication needs and other 
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needs at the end-of-life (Papadimos et al., 2011), indicating that current practice may be 
lacking crucial elements. 
Three studies in my literature review paint a picture of deficits in the ICU, whereas 
the study conducted in Canada painted a more positive picture. Those deficit-oriented 
studies include Pochard and colleagues (2001) who found that half (53%) of their 
respondents did not know the roles of the ICU healthcare providers and close to 12% 
reported receiving contradictory medical information. Also, Delva and colleagues (2002) 
found that family members wanted more, and honest, information on the patient's 
medical condition and prognosis, and needed assurance about the quality of care 
delivered.  Finally, in the Curtis and colleagues’ study (2005), family members said that, 
in almost one third (30%) of discussions regarding withdrawing life-support or delivering 
bad news, physicians missed opportunities to help with family decision-making.  
Potential explanations for these differences in findings include: 1) the passage of time 
may have allowed for increased awareness in the health community of the importance of 
high quality end-of-life care, 2) my data comes from just one healthcare system (BIDMC) 
whereas in the other studies data comes from ICUs across entire systems, likely 
introducing more variation, 3) BIDMC has a patient-centered care mission. Summarizing 
my data as a whole, it shares more similarities with the Canadian study than the studies 
emphasizing deficits in the ICU.   
The main differences between the Canadian study (Henrich et al., 2011) and my 
study are in their contexts rather than their findings; overall, there was considerable 
overlap in the findings of the two studies with only a few small differences. Boston 
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respondents tended to have more positive experiences than their Canadian counterparts. 
(Note: Although I did not conduct systematic counts of responses as the authors of the 
Canadian study did, my qualitative results show this to be true.)  Issues about which the 
Canada respondents were most negative overlapped with the issues about which the 
Boston respondents were most negative—waiting rooms, patient rooms and parking. 
Overall, differences in the findings relate to differences in the studies’ main objectives. 
Using the same survey instrument as I did in my study, Henrich and colleagues 
(2011) analyzed responses of 880 family members (501 non-survivors) in 23 ICUs. 
Family members answered the same three open-ended questions. Thus, the Canada study 
offers an important data point for reflecting on this kind of study but it is not ideal for 
comparison for five reasons:  (1) Canada provides a substantially different medical care 
context in that it has a one-payer medical system.  (2) The Canada study uses a fairly 
quantitative approach to the qualitative data (using a carefully constructed system for 
counting frequencies of themes and tallying satisfaction scores), whereas my study 
emphasized the qualitative nature of the data; further, the Canada study’s analytic 
approach appears to be a non-theory driven thematic analysis. (3) The Canadian study 
was published in 2011; the data had been collected in 2007 which is 10 years ago; ICU 
practice has possibly changed considerably during that time. (4) The Canada sample 
included family members of patients who survived in the ICU, as well as patients who 
were non-survivors. My research included non-survivors only. (5) The objectives of the 
studies were somewhat different. The Canada study sought to identify and describe the 
themes that characterized family members’ ICU experiences and to explain the survey’s 
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satisfaction scores. My study sought to accomplish the same initial objective (to describe 
themes) but focused on FCC concepts and whether and how they were operationalized in 
family member reports, as well as the role of social work.   I was also interested in family 
members’ experiences related to death. I hoped to cull from the data information related 
to death and dying that might shed light on broader issues of end-of-life care. Further, I 
looked at categories of experience not included in the Canadian study, for example, 
participation and emotional support.  My study identified important aspects of care such 
as family participation, shared decision making, patient physical comfort, family physical 
comfort, family access to the patient and coordinated care that were not identified in their 
analysis. This difference might be a result of my coding for features of care that were 
elements of FCC. I believe these additions made my analysis more dynamic. 
Although my study objectives differed from theirs, there was substantive overlap 
in our findings. In my study the most common three themes were staff quality, emotional 
support and information communication. In theirs the most common themes identified 
were the high quality of the staff followed by overall care and compassion/respect. 
My study identified over 47 themes. The Canada study identified 22 themes.  The 
authors of the Canada study highlight the six themes which were mentioned by at least 
5% of all respondents: staff, overall care, compassion/respect for family and patient, 
communication, waiting rooms, and patient rooms.  They found that positive comments 
tended to outweigh negative comments except in three themes: communication, waiting 
room, and patient room. In my study the comments about waiting rooms and patients 
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rooms were also more negative than positive, but experiences with communication were 
more positive than negative.  
In general, the two studies complement each other in confirming what is 
important to family members with a loved one in an ICU and differ more in their aims 
and objectives than in their findings. 
The Role of Social Work 
Limited Study Data  
On the whole, family members’ interactions with social workers were positive but not 
particularly descriptive of the role of the social worker in the ICU.  The relative lack of 
information on social work may be the result of data collection; no specific narrative 
questions were asked about social work. Alternatively, the lack might point to a gap in 
the field. If this is the case, it is consistent with prior research on the role of social work 
in ICUs. In this highly technical, medical environment, nurses and doctors are the 
predominant professionals and not every family member had social work contact. 
Literature reviews examining the role of the social worker in adult critical care (e.g., 
Delva et al., 2002; Hartman-Shea et al, 2011; Rose & Shelton, 2006) point to its limited 
role and argue for a greater role in the critical care or ICU setting.  
Since comments in my data about family interactions with social workers were few, 
the extent of social work involvement in these ICUs is unclear.  With such limited data, 
my findings do not support an extensive discussion of the role of social work specific to 
this setting. It is important to note that the presence of social work has been minimal in 
adult critical care settings such as ICUs (although social workers have long held central 
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roles in  end-of-life care in a wide variety of other practice settings), and the focus on 
social work in the research literature on adult critical care settings is also minimal.   
That said, there are two areas where social work likely could have been quite 
valuable.  First, they might have helped families create more balance between doing 
everything possible and letting go. It is not clear from the data whether these families 
needed help in maintaining this balance, but the literature indicates that this is often a 
valuable role social work can play. In their article on the role of social work in the ICU, 
Rose and Shelton (2006) include an extensive review of the literature on communication 
between family members and doctors, describing the many challenges both parties face in 
working together, and make a strong case for the potential beneficial role of social work 
in helping with this issue.   
Although social work may not have been a powerful influence for this sample of 
family members (or perhaps it was and the data do not reflect this), for patients who do 
not have family members who participate in their ICU care, social work might currently 
be (or could be in the future) a crucial force in their hospital experience. This study could 
not tell us whether social work might currently be a crucial force or important factor for 
those patients without families since only patients with a family member were surveyed. 
Data from my study overwhelmingly confirmed the importance of communication for 
family members and indicated that doctors and nurses were, as reported by family 
members, quite skilled in many areas of communication. From what the literature review 
revealed, one might say the staff was unusually well skilled. Perhaps, the better the 
nurses and doctors become at communicating and providing emotional support, the less 
141 
 
 
the need for additional psychosocial support. When the doctors and nurses act in a 
humane way, family members are satisfied. In settings where this is not as prevalent, 
there may be a far greater need for social work involvement. Even in my study, where 
doctors and nurses received overall positive evaluations, reports of negative experiences 
regarding patient deaths were often related to poor communication. This can be seen in 
the following three examples, 
“We were told that our father did not have many hours to live.  We were left alone 
with him but we were never told that we had to come to get them to say when we 
wanted the breathing tube taken out.  We spent hours watching him and waiting 
for him to die and nobody asked anything and then the next morning my sister 
asked if we were supposed to tell them.  We never knew.  Nobody asked us or 
told us.  We just waited and waited.” 
 
“My son finally went to the room and they told him someone would talk to us.  
When the doctor came, the news was horrible.  We were expecting him to have a 
valve replacement.  We never expected him to die.  We felt abandoned for over 2 
hours but had no idea he was going to die.” 
 
“Better prepare the residents in dealing with the families of terminal patients.  
BIDMC ICU would've scored top marks from me in this survey if Resident E and 
B and J knew how to deal with the dying and not insult the intelligence of their 
family members.” 
 
My study confirms the findings and echoes the recommendations of Rose and Shelton 
(2006) in identifying areas of need where social work has much to contribute.  
Second, social workers are trained to speak about difficult matters and to engage 
in problems that are not easily solved—like the inevitably of death. Feelings of 
competency and professional identity that come with being a social worker provide them 
with the wherewithal to remain engaged in the face of intractable problems and immense 
uncertainty. Being direct yet empathic while delivering difficult information is a skill of 
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experienced social workers.  In Being Mortal (2014) Gawande devotes a chapter to the 
topic of hard conversations regarding end-of-life care. They are hard conversations for a 
number of reasons, principally because they involve death, but also because they involve 
massive amounts of uncertainty. It is a very special expertise for one to be present and 
helpful with a patient and his or her family as they sort out and face, in the presence of 
uncertainty and loss, some of the most difficult and important decisions they will ever 
make.  Social work could play a significant role for patients whose family members do 
not agree on the type of treatment indicated or on whether more treatment should be 
applied or the patient should be allowed to die. 
Where medicine specializes in biomedical knowledge, social work specializes in 
contextual knowledge. This specialization provides a natural connection with the 
principles of care embraced by FCC.  Social work's view includes an appreciation of the 
familial, cultural, socioeconomic and spiritual dimensions of the family's life. By 
training, social workers hold the knowledge that patients, families, medical staff and 
ICUs are embedded in multiple contexts and their influences are multi-directional. This 
perspective is too often overlooked and consequently, clinical (and research) decisions 
are based on decontextualized data.    
Opportunities for Social Work  
This expertise is a perfect companion to delivering care consistent with the 
principles of FCC. If FCC delivery becomes the standard of care (or an expectation of 
care) in ICUs, considerable auxiliary work will be required. FCC could be seen as both a 
conceptual model and set of related tasks. Social work can advise on an FCC approach 
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and deliver the psychosocial aspects of that care. Based on my findings, social work 
could have an expanded role in attending to families including, but not limited to, helping 
prepare the family for death rather than being brought in when death is imminent to talk 
about funeral arrangements.  
The following policy areas are ripe for social work advocacy efforts. In January of 
2016, The Centers for Medicare and Medicaid Services (CMS) enacted a change intended 
to ease the ongoing challenge to improve end-of-life care. This change was to reimburse 
physicians, nurse practitioners and physician assistants who offer their patients an 
opportunity to discuss advance care planning. The intention was that Medicare 
beneficiaries could learn about options available for end-of-life care, such as palliative 
care and hospice care, and communicate their preferences during these reimbursed 
meetings. Unfortunately, the efforts to include social workers in the group of practitioners 
who receive reimbursement for these end-of-life conversations failed. National social 
work organizations could strategically work to advocate changing this policy. 
Related to this, state policies that promote completion of advance directives and 
advance care plans are another type of effort at the broader societal level that could offer 
opportunities for social work. As of October 2014, Massachusetts began requiring 
doctors and other health care providers in hospitals to identify patients who are in their 
last six months of life and offer them end-of-life counseling. Due to efforts similar to 
those outlined in the Massachusetts law, by 1996 eighty-five percent of La Crosse, 
Wisconsin residents who died had written advance directives; that was up from fifteen 
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percent in 1991 when local medical leaders headed a systematic campaign to get 
physicians and patients to discuss end-of-life wishes (Gawande, 2010).  
It is an important and essential development that modern American medicine is 
once again turning its attention to the quality of life at the end of life, but the research 
suggests that it may not be the most beneficial division of labor to let the bulk of end-of-
life care planning fall to doctors or to medicine. Whether from a macro or clinical 
orientation, social workers can take an active role in collaborating with hospital 
departments or agencies such as the Institute for Health Improvement that seek to better 
meet the needs of individuals and families in planning for or facing end-of-life decisions. 
One contribution would be to provide leadership, advocacy and research to help 
families better prepare for end-of-life decision making.  If families fail to prepare for 
death, a host of costly and unintended actions may occur when families are confronted by 
seemingly infinite treatment options. My findings suggest that more bridges or pathways 
are needed to help people transition from a medical path that prolongs the dying process, 
to options of care that prolong the quality of life at the end of life. Therefore, efforts to 
increase the frequency of public and private conversations about death and dying are 
essential; social work has had an important but low profile role in those efforts. 
Research Directions for Social Work 
How can social work, a profession well suited to the challenges of end-of-life, 
contribute to the movement to expand and increase conversations about care at the end-
of-life? 
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a) A social work study could examine the best way to initiate a community-wide 
effort to encourage advance care planning such as the one that was powerfully 
successful in La Crosse Wisconsin. 
b) A randomized control trial of advance care planning, in which one arm of the trial 
includes social work-led or assisted advance care planning, could test whether it is 
a cost-effective model. 
c) A quantitative study examining the number, job descriptions and educational 
backgrounds of social workers in ICUs across the state or across many states 
could provide data on whether there are constraints that influence the extent to 
which they are available to family members or the extent to which they could 
deliver care that would reflect FCC principles. My data showed that family 
members were not prepared for in-the-moment decision making. Social work 
research that focuses on ways to prepare people for in-the-moment decision 
making would also be a valuable contribution 
d) A qualitative study of social workers employed in ICUs could examine the roles 
they play and the facilitators and barriers to performing these roles. 
 
Overarching Implications 
ICU vs. Hospice as Treatment Setting   
There are broader questions about the level of awareness of the health care system 
of the families in this study and whether they actually chose to take their loved one to an 
ICU rather than a hospice.  If they made a conscious choice, was it because they were 
unaware of the function of a hospice, or unwilling to refer to hospice because of stigma 
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(of death), or because they wanted to avoid decision-making and have the medical 
professionals take responsibility? Might they have been unaware of the severity of the 
patient’s condition or unable to accept the severity?  If this could be assessed, and it was 
determined that these barriers interfered with family members making an appropriate 
referral to hospice, it would suggest several possible actions, most specifically, more 
public education about the role of hospice and the specific patient medical-condition 
characteristics that would help in decision making.    
Emotional Benefits and Financial Costs of ICU Care 
Family members had many positive experiences in the ICU. This goes against the 
belief or common sentiment that deaths that occur at home are more humane than deaths 
that occur in hospitals.  From these family member reports, many, many deaths were 
humane.  Further, family members had the reassurance that everything that could be 
done, was done. Many reports showed that these family members were not left with 
lingering doubts about how they handled their responsibilities. 
However, although these experiences seem to reflect good medical practice or 
good end-of-life care, the ICU is a very expensive place for people to die compared to the 
hospice setting or dying at home (Teno et al., 2013). Study findings suggest that deaths in 
the ICU are positive from a micro (family) perspective but this may not be so from a 
mezzo and macro perspective. If the ICU becomes a standard/default/common place of 
death, society can expect the continued sky-rocketing of health care costs.  Since many 
people are not engaged in advance care planning (Rao, Anderson, Lin, & Laux, 2014) 
related to their death, and many do not have advance care directives that say they don't 
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want to go to the hospital when terminally ill, more and more people will seek care (or 
likely, end up) in the ICU.   In this study, even families that sought care in the ICU made 
comments such as, “having advance directives helped,” and, “Being prepared helped.”  
This may indicate that regardless of the setting (ICU, hospice, nursing home, hospital, 
home), doing advance planning may lead to more positive circumstances surrounding the 
death of a loved one. 
Future Directions for Policy and Practice 
Statistics tell us that hospice care in general in the U.S. is underutilized.  There 
may be several reasons for this.  One is that few people over a lifetime have experienced 
hospice care (compared to the number of those who have experienced hospital care) so 
they may have no framework for thinking about it—it may not immediately come to 
mind as an option when seeking care for an extremely ill loved one. Further, if, as the 
data in this study implied, a good death (for family members) is knowing they have done 
everything possible, hospice may not be an appealing choice.  A qualitative study 
examining why people choose an ICU vs. hospice for their loved one or themselves, 
could be very informative (if indeed it is clear that ICU is a choice for them and not the 
doctor’s or the hospital’s decision). For example, interviews could seek to understand 
whether a sample of individuals whose loved one died in an ICU considered the option of 
hospice and why they rejected it.  Further, given the importance of the lived experiences 
of family members in the ICU and the limitations of my data source, one could argue that 
a phenomenological study of how families make sense of their experience could provide 
critical insights into this process. 
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Study Limitations  
Some limitations of the study should be noted: First, this is an analysis of 
secondary data, thus, the data is less specific in some ways than it would have been had I 
gathered it myself.  These family member reports were gathered by the BIDMC hospital 
system for the purpose of measuring family satisfaction with a loved one’s care in their 
ICUs but my interest was in the topics of family experiences of care in the ICU and 
experiences related to death and dying.  Although the data adequately covered my 
interests, collecting my own data might have led to more specific or comprehensive 
information in these areas. Further, demographic information on the race and ethnicity of 
the study’s patients and family members was not collected in the original BIDMC study. 
Consequently, assessing cultural variability in family member responses to ICU care, or 
cultural variability related to the presence or absence of FCC principles was not possible.  
Second, family member responses may have been influenced by the quantitative 
questions that were asked earlier in the questionnaire; these earlier questions may have 
skewed responses to the open-ended questions by focusing respondents on particular 
topics.  Third, family members’ experiences occurred in the ICUs of a highly-respected 
teaching hospital committed to offering patient-centered and high quality end-of-life care. 
Because the data is from only one hospital system with these particular characteristics 
(teaching hospital, city of Boston), the families responding may constitute a biased 
sample. Fourth, because I was the sole coder for most of the data (my first reader 
independently coded 174 cases, about 25% of the data), I took additional steps to address 
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validity and reliability as reported in the Methods Chapter. Nevertheless, the coding 
judgments of one person may have biased the findings. 
Conclusion 
To understand family member perceptions of ICU care, this study provided data 
on an unusually large sample of family members whose relative died in an ICU.  Using 
the FCC framework to guide the analysis, family members reported that the staff did an 
excellent job, demonstrating a range of positive behaviors that helped patients and family 
members feel comfortable and appropriately cared for.   Family members reported 
receiving ICU care characterized by emotional support, being well-informed, being 
treated with respect and being able to participate, all elements that are part of the FCC 
framework. Family members’ words demonstrated the operationalization of FCC 
concepts.  
Further, the study demonstrated that FCC theory—with its recognition of the need 
to include the family both as a recipient of care and a partner in that care—helps us 
understand family member perceptions, expectations, and reactions, pointing to several 
directions for future training, research, and care delivery. Teno et al., (2001) write that 
the founder of hospice, Dame Cicely Saunders, knew that, “How one dies remains in the 
memories of those who live on” (p. 739) because she knew that quality end-of-life care 
was relevant to both the patient and family and required the perspectives of both. Teno et 
al., suggest that the development of a conceptual model for defining and measuring the 
quality end-of-life care should be informed by both professional knowledge and the 
values of the dying person and their family members. Teno et al., further states that, “One 
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important barrier to improving the quality of end-of-life care is the lack of valid and 
reliable measurement tools to evaluate care as perceived by patients and families,” (2002, 
p.739). The articulation of themes and sub-themes associated with the principles of FCC 
in the current study can contribute to the development of a measure such as the one 
suggested by Teno et al., (2001). 
Family reports of predominantly positive experiences suggest that providing care 
that is family-centered is possible in an ICU setting. Thus, family member comments 
provide support for hospitals’ use of the FCC model in ICU care and suggest that it could 
profoundly improve the quality of end-of-life care. The presence of FCC has the potential 
to offer higher quality care in the ICU context and enhance the likelihood of a good 
death. In essence, study findings can inform medical institutions about how ICU care can 
be improved for the patients who die there and their surviving family members.  
In addition to confirming themes found in the FCC literature and the more general 
literature on end-of-life care, the study identified new themes. It helped to clarify exactly 
what it is that staff does that works so well. Family members felt that staff interventions 
were a humanizing factor and family members testified to the importance of receiving 
this humane care. Findings specific to the death of a loved one – family members feeling 
that, “everything that could be done was done,” in an environment where their own needs 
were also addressed—could profoundly change how we think about end-of-life care and 
may point to why hospice care is consistently underutilized, despite its patient- and 
family-centered orientation.  
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Finally, the study explored the role of the social worker. Because social work 
education emphasizes the need for social work in medical settings and the literature calls 
for a stronger role for social work in ICU end-of-life care, the study paid particular 
attention to the extent to which the social work role was discussed in family responses. 
The study sought to understand how social work currently functions in the ICU and to 
consider how it might function in the future. While the literature talks extensively about 
the role of social work in end-of life care, social work does not have as great a presence 
in adult ICU care. Nevertheless, the findings from all the study’s research questions point 
to a variety of ways social work, a profession well suited to address the challenges of 
end-of-life care, can contribute to the movement to improve ICU care and more broadly, 
quality care at the end-of-life.  
This chapter recommended directions for future research aimed at exploring 
whether these findings are unique to this population or would be similar in other 
geographic areas and with family members with different demographics. Future research 
was also proposed to test the presence of FCC in a systematic way. Studies that examine 
an expanded role for social work in and out of the ICU were proposed. Finally, 
suggestions for social work advocacy leadership on local, state and federal policy issues 
were offered. 
In cases where patients and their family members want assurance that everything 
that could be done was done for the individual’s survival, ICU’s will likely continue to be 
the sought after setting.  ICUs that are prepared to face that role, in addition to their 
primary role of helping patients survive acute threats to life, will be best positioned to 
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provide patient and family centered end-of-life care. Whether this is the best use of 
limited financial resources and staff expertise remains to be seen. 
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Appendix A: Family Satisfaction in ICU (FS-ICU 34) 
 
Study ID number:  :   
site pt. # 
 
Family Satisfaction with Care in the Intensive Care Unit© FS-ICU (34) 
 
How are we doing? 
Your opinions about your family member’s recent admission to the 
Intensive Care Unit (ICU) 
 
 
 
DEMOGRAPHICS: 
 
1. I am: Male Female 
 
2. I am _______________ years old 
 
3. I am the patient’s” 
 
Wife  Husband  Partner 
Mother Father   Sister   Brother 
Daughter Son   Other (Please specify): ____________ 
 
4. Before this most recent event, have you been involved as a family 
member of a patient in an ICU (Intensive Care Unit)? 
Your family member was a patient in this ICU. You have been recorded as being the 
“next- of-kin”. The questions that follow ask YOU about your family member’s most 
recent ICU admission. We understand that there were probably many doctors and 
nurses and other staff involved in caring for your family member. We know that there 
may be exceptions but  we are interested in your overall assessment of the quality of 
care we delivered. We understand that this was probably a very difficult time for you 
and your family members. We would appreciate you taking the time to provide us 
with your opinion. Please take a moment to tell us what we did well and what we can 
do to make our ICU better. Please be assured that all responses are confidential.  
Doctors and Nurses who looked after your family member will not be able to identify 
Please complete the following to help us know a little about you and your 
relationship to the patient. 
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Yes  No 
 
5. Do you live with the patient? 
 
Yes  No 
 
 If no, then on average how often do you see the patient? 
  
 More than weekly Weekly Monthly Yearly 
 Less than once a year 
 
6. Where do you live?  
 
In the city where the hospital is located  out of town 
 
PART 1: SATISFACTION WITH CARE 
 
HOW DID WE TREAT YOUR  
FAMILY MEMBER 
(THE PATIENT) 
 
1. Concern and Caring 
by ICU Staff: The 
courtesy, respect and 
compassion your 
family member (the patient) was given 
 
2. Symptom Management: How well the ICU staff assessed and treated 
your family member’s symptoms. 
 
pain 
 
 
 
breathlessness 
 
 
 
Please check one box that best reflects your views. If the question does not apply 
to your family member’s stay then check the not applicable box (N/A). 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
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agitation  
 
 
HOW DID WE TREAT 
YOU? 
 
3. Consideration of 
your needs: How 
well the ICU staff 
showed an interest in 
your needs 
 
4. Emotional support: 
How well the ICU 
staff provided 
emotional support 
 
5. Spiritual support: 
How well the ICU 
staff met your 
spiritual/religious 
needs 
 
6. Co-ordination of 
care: The teamwork 
of all the ICU staff 
who took care of your 
family member 
 
7. Concern and Caring 
by ICU staff: The 
courtesy, respect and 
compassion you 
were given 
 
NURSES 
 
8. Skill and 
competence of ICU 
nurses: How well the 
nurses cared for your 
family member 
 
 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
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9. Frequency of 
communication 
with ICU nurses: 
How often nurses 
communicated to you  
about your family member’s  
condition 
 
PHYSICIANS (All Doctors, including Residents) 
 
10. Skill and 
competence of ICU 
doctors: How well 
doctors cared for 
your family member 
 
11. Frequency of 
communication 
with ICU doctors: 
How often doctors 
communicated to you  
about your family member’s 
condition 
 
OTHER ICU STAFF 
 
12. Social work staff: 
How well the ICU 
social workers 
assisted and 
supported you 
 
13. Pastoral care staff: 
How well the ICU 
chaplain assisted and 
supported you 
 
THE ICU 
 
14. Atmosphere of ICU 
was?  
 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
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THE WAITING ROOM 
 
15. The atmosphere in 
the ICU waiting 
room was?  
 
LOOKING BACK ON THE CARE YOUR FAMILY MEMBER AND YOU 
RECEIVED 
 
16. Overall satisfaction 
with your 
experience in the 
ICU 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
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How are we doing? 
Your Opinions about your Family Member’s ICU stay 
 
PART 2: FAMILY SATISFACTION WITH DECISION-MAKING AROUND CARE 
OF CRITICALLY ILL PATIENTS 
 
This part of the questionnaire is designed to measure how you feel about YOUR 
involvement in decisions related to your family member’s health care. In the 
Intensive Care Unit (ICU), your family member may have received care from 
different people. We would like you to think about all the care your family 
member received when you are answering the questions. 
 
 
INFORMATION NEEDS 
 
1. Ease of getting 
information: 
Willingness of ICU 
staff to answer your 
questions 
 
2. Understanding of 
information: How 
well ICU staff 
provided you with 
explanations that you  
understood 
 
3. Honesty of 
information: The 
honesty of 
information provided 
to you about your family  
member’s condition 
INSTRUCTIONS FOR FAMILY OF CRITICALLY ILL PATIENTS 
PLEASE CHECK ONE BOX THAT BEST DESCRIBES YOUR FEELINGS 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
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4. Completeness of 
information: How 
well ICU staff 
informed you what 
was happening to your  
family member and why  
things were being done 
 
5. Consistency of 
information: The 
consistency of 
information provided 
to you about your  
family member’s  
condition (Did you get  
a similar story from the  
doctor, nurse, etc.)  
 
 
PROCESS OF MAKING DECISIONS 
During your family member’s stay in the ICU, many important decisions were 
made regarding the health care she or he received. From the following questions, 
pick one answer from each of the following set of ideas that best matches your 
views: 
 
6. Did you feel included in the decision making process? 
1 I felt very excluded 
2 I felt somewhat excluded 
3 I felt neither included nor excluded from the decision making process 
4 I felt somewhat included 
5 I felt very included 
 
7. Were you involved at the right time in the decision making process? 
1 I was involved far too late 
2 I was involved a little too late 
3 I was involved at the right time 
4 I was involved a little too early 
5 I was involved far too early 
 
8. Did you receive an appropriate amount of information to participate 
in the decision making process? 
1 I received too much information 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
     1                  2              3              4             5            6  
Excellent        Very        Good        Fair        Poor        N/A 
          Good 
160 
 
 
2 I received just enough information 
3 I received too little information 
 
9. Did you feel you had enough time to think about the information 
provided? 
1 I felt I could have used more time to think 
2 I felt I had enough time to think 
3 I felt that I had more than enough time to think 
 
10. Did you feel supported during the decision making process? 
1 I felt totally overwhelmed 
2 I felt slightly overwhelmed 
3 I felt neither overwhelmed nor supported 
4 I felt supported 
5 I felt very supported 
 
11. Did you feel you had control over the care of your family member? 
1 I felt really out of control and that the health care system took over and 
dictated the care my family member received 
2 I felt somewhat out of control and that the health care system took over 
and dictated the care my family member received 
3 I felt neither in control or out of control 
4 I felt I had some control over the care my family member received 
5 I felt that I had good control over the care my family member received 
 
12. Were you given the right amount of hope that your family member 
would recover? 
1 I felt that I was not given any hope that my family member would 
recover 
2 I felt that I was given too little hope that my family member would 
recover 
3 I felt that I was given the right amount of hope that my family member 
would recover 
4 I felt that I was given a bit too much hope that my family member would 
recover 
5 I felt that I was given far too much hope that my family member would 
recover 
 
13. Was there agreement within your family regarding the care that your 
family member received? 
1 I felt there were severe conflicts within my family 
2 I felt that there were some conflicts within my family 
3 I felt that there was neither conflict nor agreement in my family 
regarding the care my family member received 
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4 I felt that there was agreement in my family 
5 I felt there was strong agreement within my family 
 
14. When making decisions, did you have adequate time to have your 
concerns addressed and questions answered? 
1 I could have used more time 
2 I had adequate time 
3 I had more than enough time 
 
15. Some people want everything done for their health problems while 
others do not want a lot done. How satisfied were you with the 
LEVEL or amount of health care your family member received in the 
ICU? 
 
 
 
 
 
16. Overall satisfaction with your role in the decision-making related to 
the care of your family member in the ICU. 
 
 
If your family member died during the ICU stay, please answer the 
following questions. If your family member did not die please skip to 
question 20. 
 
17. Which of the following best describes your views: 
1 I felt my family member’s life was prolonged unnecessarily 
2 I felt my family member’s life was slightly prolonged unnecessarily 
3 I felt my family member’s life was neither prolonged nor shortened 
unnecessarily 
4 I felt my family member’s life was slightly shortened unnecessarily 
5 I felt my family member’s life was shortened unnecessarily 
 
18. During the final hours of your family member’s life, which of the following 
best describes your views: 
1 I felt that he/she was very uncomfortable 
2 I felt that he/she was slightly uncomfortable 
3 I felt that he/she was mostly comfortable 
         1                          2                      3                  4                    5              
      Very                 Slightly              Mostly           Very          Completely         
Dissatisfied       Dissatisfied        Satisfied        Satisfied        Satisfied 
         1                          2                      3                  4                    5              
      Very                 Slightly              Mostly           Very          Completely         
Dissatisfied       Dissatisfied        Satisfied        Satisfied        Satisfied 
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4 I felt that he/she was very comfortable 
5 I felt that he/she was totally comfortable 
 
 
19. During the last few hours before my family member’s death, which of the 
following best describes your views: 
1 I felt very abandoned by the health care team 
2 I felt abandoned by the health care team 
3 I felt neither abandoned nor supported by the health care team 
4 I felt supported by the health care team 
5 I felt very supported by the health care team 
 
20. Do you have any suggestions on how to make care provided in the 
ICU Better? 
______________________________________________________________
______________________________________________________________
______________________________________________________________
______________________________________________________________
______________________________________________________________
______________________________________________________________
______________________________________________________________
______________________________________________________________ 
 
21. Do you have any comments on things we did well? 
______________________________________________________________
______________________________________________________________
______________________________________________________________
______________________________________________________________
______________________________________________________________
______________________________________________________________
______________________________________________________________
______________________________________________________________ 
 
22. Please add any comments or suggestions that you feel may be 
helpful to the staff. 
______________________________________________________________
______________________________________________________________
______________________________________________________________
______________________________________________________________
______________________________________________________________
______________________________________________________________
______________________________________________________________
______________________________________________________________ 
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Appendix B: Codebook 
Code Definition/Example 
 
Positive A positive instance of the phenomenon 
 
Negative          A negative instance of the phenomenon 
 
Family-Centered Care (FCC) Subthemes and/or definitions or 
examples 
 
 Emotional Support  
 
 -Provides patients with desired physical 
comfort and emotional support (Teno) 
- Displays of empathy  
 - Staff Compassion toward patient and 
family   
 - Staff responsiveness to emotional needs  
 Respect and Dignity   - Felt respected  (Teno p.745) 
 - Felt listened to  (Teno p.745; IFCC 
2016) 
 - Personalized healthcare Patient - 
Provides healthcare and related services 
that are focused on the needs and values of 
the dying person (Teno); Attended to 
cultural background; Source (IFFC 2016); 
Designing healthcare that is flexible, 
culturally competent, and responsive to 
family need. (IFFC 2007) 
- Personalized healthcare Family –. 
Provides healthcare and related services 
that are focused on the needs and values of 
those who care for and love the dying 
person (Teno); 
- “Personalization: treating the whole 
person and not just the disease; Source: 
Wenrich (2003); Making the patient feel 
unique and special; considering the 
patient's social situation. Source (IFCC 
2016).  
  
 Participation: Family and/or 
Patient  
 - Facilitating personal-professional 
collaboration at all    levels of healthcare 
(IFFC 2016).  
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Code Definition/Example 
 
 - Family and patient participation (IFFC 
2007). 
 - Shared decision making – P (Teno) 
 Coordinated care   - Services/treatment coordinated (Teno) 
- Transitions coordinated (Teno) 
- Teamwork (Teno) 
- Disagreement among physicians and 
other healthcare team members (Fridh 
2014) 
- coordinates services to smooth the 
patient and family transitions among sites 
and types of service (Fridh 2014) 
 
E.g.s 
- Confusion about who the lead doctor was 
- Divergent opinions about when the 
patient should be considered as dying. 
 
 Information/communication  Health care practitioners communicate and 
share complete and unbiased information 
with patients and families in ways that are 
affirming and useful. Patients and families 
receive timely, complete, and accurate 
information in order to effectively 
participate in care and decision-making 
(IFFC 2016) 
 
 - Complete/comprehensive info (vs 
withholding, omitting) 
 - Frequent/routine communication 
(continuous) 
 - Honest/accurate/unbiased information 
(vs more positive       than warranted or 
more negative than warranted) 
 - Timely/up-to-date information 
 - Consistent information (vs inconsistent 
contradictory conflicting) 
 - Clear, understandable information, lay 
language, nonmedical terms (technical, 
medical language) 
 - Informed 
165 
 
 
Code Definition/Example 
 
- Directness/lack of directness when the 
patient is unlikely to be cured (Henrich 
2011)  
E.g.s 
-“kept us informed”  
-“On any day at any hour, someone from 
her team was available and willing to 
answer any question we had.”  
- “You hardly ever talk to the same doctor, 
and sometimes they say conflicting 
things.” 
- “Responsive to all calls & questions  
-“willing to answer questions”  
 
 Institutional Collaboration  
 
 - “Collaboration: Patients and families are 
included on an institution-wide basis 
(IFCC 2016). 
- Health care leaders collaborate with 
patients and families in policy and program 
development, implementation, and 
evaluation; in health care facility design; 
and in professional education…” (IFCC 
2016) 
- Health care leaders collaborate with 
patients and families in the delivery of 
care.” (IFCC 2016) 
- Survey statements- when the survey is 
commented on 
 
E.g. 
- Thank you for asking. I've been wanting 
the opportunity to give some feedback.  
 
 Patient’s Physical comfort Provides patients with desired physical 
comfort and emotional support (Teno) 
- Broader than “patient not in pain” 
Note: Pain management will be coded 
under quality of care, other kinds of 
physical comfort will be coded here. 
 E.g. 
“took 3 days for her to be comfortable”  
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Code Definition/Example 
 
 Family Physical comfort 
 
 
Attends to the needs and values of those 
who care for and love the dying person 
(Teno – roughly). 
- Availability or lack thereof of 
comfortable places to be, to wait or to 
sleep 
- Efforts staff made on behalf of family 
member comfort 
- Reports of staff concern for family’s 
well-being 
[Not nice waiting rooms. When in doubt, 
put in Surroundings and environment 
4/17/17] 
 Surroundings & Environment  
 
 
 - Waiting room 
 - Hospital room 
 - Noise  
 - Privacy  
 - Hospital ambience (Décor)  
 - Hygiene (hospital)  
 - Snacks and hospitality other amenities 
 - Chairs 
 - Parking 
 [These will not be coded family physical 
comfort. When in doubt put in S&E 
(4/17/17)]. 
Source: this code originated from the data 
was and was influenced by Henrich (2011) 
findings. Many aspects of S&E fit under 
the theme “physical comfort,” on 3/29 we 
decided it would be parallel to physical 
comfort but still part of physical comfort, 
thus it is a child code of FCC. 
Elements of care codes from the  
literature that are NOT FCC 
 
 Quality of Care   - Want to be assured that the patient is 
being well cared for (Wong p. 53)  
 - Competency (Henrich, 2011) 
 - Follow up services (Fridh 2014) 
 - Effectiveness  
 - Hygiene (patient)  
 -Transition from cure to comfort, (Fridh 
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Code Definition/Example 
 
2014) 
E.g.s 
- Sent to rehab too soon 
- Not enough time on medication; didn’t 
give it a long enough try  
- Lack of specialty doctors in ICU  
- All of the actual treatment on arrival to 
the emergency room by all concerned and 
in the ICU was done really well. 
 
 Staff (Quality of)  
 
 - Experienced   
 - Knowledgeable/Skillful- (Henrich, 2011) 
 - Provided Consistent care (Henrich, 
2011) 
 - Provided patient advocacy 
 - Staff Positive Comments NOS 
 - Staff Negative Comments NOS 
 
[Decision to keep staff availability its own 
code after considerable debate 4/17/17] 
 Staff availability 
 
- The feeling that staff was available 
- Concrete details of availability 
- Shortage of staff at particular times (weekends, 
holidays) 
- Lack of availability of a particular staff 
member or type of staff member 
 
(Henrich, 2011). Qualitative analysis of an 
intensive care unit family satisfaction 
survey. Critical Care Medicine, 39(5), 
1000–1005. 
 Family access to the patient  
 
 - Want to be close to the patient (Wong) 
(Henrich) 
 - Access to patient and visiting hours 
(Wong) 
 - Proximity (Fridh, 2014) 
 Provided opportunity to say 
goodbye-  
- Need for closure/being able to say 
goodbye (Teno 741) 
 
E.g.s 
- Kept patient alive until family arrived 
- comments on the opportunity to say 
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Code Definition/Example 
 
goodbye.  
- Opportunity to contact family (local and 
out of town) so they can be with the person 
at their death  
Other, grounded in data  Codes generated from the data 
 
 Statements of appreciation  E.g. 
- I cannot summon up enough praise for 
everybody who tried to save my wife on 
admission and during her stay during that 
terrible time in my life. 
 
 Comments about ICU not 
otherwise categorized  
 
 
Social Work  
 
Research question #4: What information 
emerges about social workers’ interactions 
with family members?  
Researcher concepts/Codes of Special 
Interest 
 
 Death, direct mentions  - Reports that refer specifically to the death 
- Divergent opinions about when the 
patient should be considered as dying 
(Fridh 2014) 
- Directness/lack of directness when the 
patient is unlikely to be cured (Henrich, 
2011) 
E.g. 
- Delivering the news  
 Before/after experiences E.g. 
before/after a DNR order 
 ICU technology  
 
E.g. 
Kept her alive so that we say goodbye 
(ICU technology advantage) 
 Recommendations 
 
 - When people make recommendations 
[These will mostly likely receive content 
specific codes]  
 Spiritual care 
  
God/spiritual/religion/pastor [Will let data 
inform…] 
 Cultural Considerations  [1st effort at this category] 
 Care provided at other parts 3/29/17 Need a code where they comment 
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Code Definition/Example 
 
of the hospital  
[This is a non-icu code. Needs 
to be at the highest level. Not 
analyzing it because it is not 
ICU care. The amount of data 
we will have on this will likely 
be small.] 
on other parts of the hospital. If it 
contrasts with what they say about the ICU 
it might be useful. 
E.g. 
MICU was good. ER was awful. MICU 
attending excellent. ER attending awful. I 
was only there a few hours but they 
performed comfort measures very nicely. I 
felt supported by the MICU attending. The 
ER attending was brutal and 
argumentative. I knew my family member 
was deceased, but they kept coding him for 
hours!  
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Appendix C: Memos 
Memo July 7, 2017  
Counting data 
I need to be careful about counting instances or the frequency of nodes. While, most of 
the time I coded each response with all the applicable codes, there were some instances 
when I parceled the response into 2 or more chunks and coded those chunks separately. I 
did this when something was positive and something else was negative and it didn’t make 
sense to have it coded as one chunk. I decided it was okay to do this since I am not 
assigning each case an uber code like positive, negative, or mixed. 
Memo June 21, 2017  
Memo of current codes that feel a little off.  
Example: When I applied the “emotional support” code because the person said so-and-
so was caring. I have made a small leap of interpretation here—that is, I’m assuming that 
so and so being caring provides or feels like emotional support. Maryann suggested that 
this memo may be used to comment on when I should and shouldn't make leaps of 
interpretation.  
Have some guidelines for when I should and shouldn’t make leaps. 
 
Memo August 1, 2017  
How to capture, (if it's possible to capture it) a combination of experiences, or the 
presence of themes in conjunction with each other, or in relation to each other?  
For example “they were kind and professional,” “they were caring and professional.” 
There was something about the juxtaposition of experiences and not just the listing of 
experiences that seemed important.  
 
I don’t know that I’ll be able to do anything with this but I want to try. It seems a way of 
bringing more dimensions into the coding. Not just about being compassionate but the 
combination of competence AND compassion… Don’t have to sacrifice one for the 
other. [Versus what was said at Mt. auburn palliative care meeting the other day. “He is a 
good cardiologist but has a bad bed side manner” actually in that example it did seem like 
care was compromised. The team felt if they had more information from the cardiologist 
they would be better positioned to make decisions. 
 
Memo July 14, 2017  
Missing data 
After uploading the data into Nvivo, and beginning to code, I discovered that text was 
missing from some of the responses. I knew that the text existed because I remembered 
reading full responses when reviewing the data that the BIDMC had sent in order for me 
and my committee to determine that the data was robust enough to warrant a dissertation 
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project. In hindsight, I wonder if I should have contacted the BIDMC statistician to send 
a corrected version of the data set, but I had already met with the NVIVO specialist at BU 
to upload the data AND I was eager to get started with coding given that it was April, the 
clock was ticking, my petition for an extension to complete my PhD had not yet been 
approved, and my deadline for completing the dissertation was August 2017.  
 
Once I finished coding the data that was uploaded in Nvivo, I turned my attention to the 
missing data: I created a system to recover and gather the missing data into an excel 
document. That was completed Tuesday, July 11, 2017. The next step will be to upload 
that data into Nvivo and code it. 
 
Memo July 1, 2017  
Memo as a vehicle for thoughts/ideas that may ultimately belong to the results or 
discussion sections  
For example the idea that: The respondents seem happy with these ICU deaths. 
Interpretation: These families want to feel they have done everything possible. You put 
your family in the ICU if you want to feel like you've done everything possible. 
A good death is a death after receiving good medical care. E.gs. 
 
436-2 
The staff was so caring, wonderful, and supportive.  We left, after her passing, feeling a 
wonderful sense of having done the best in all ways for my sister. 
 
498-2 [This not the best or even most representative example, there are better.] 
When Cindi was settled in the ICU (~1am) the ICU MD suggested we d/c med mgmt.  
The family was not ready to stop all active tx; you could tell the ICU MD did not agree 
with our decision but continued with the tx until the last child got to town in the am.  
Then the whole family could make final decision together. 
When it was clear that comfort care was the goal of treatment until Cindi died, the ICU 
team "converted" the space and atmosphere to a hospice-like environment.  No 
restrictions on the # of people in the room or the length of time we stayed.  Staff even 
brought in fruit, coffee and other snacks.  We didn't even know that this could happen in 
an ICU.  The staff was extremely respectful, for our space + for what the family was 
going through.  Also staff listened to the family need to make sure Cindi was 
comfortable. 
329-3 
Amazing hospital, would refer any of my family to your fine facility.  As a Registered 
Nurse in a small community hospital, it is nice to see that great care (superb!) can be 
given in a larger tertiary center.  Thank you so much!!  Having to make the decision to 
end his mother's life was the most difficult one my husband has had and will probably 
ever have to make.  The nurses and social workers were there at that difficult time to 
support his decision.  The woman who came to my mother-in-law's bedside in the 
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CVICU, the day she passed and played an Irish song that my mother-in-law loved made 
the time of her death easier for my family.  My husband will be forever grateful to her 
and the nurses that were at the bedside that day.  When life support was removed and she 
quietly passed away. Thank you!! 
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Appendix D: Themes and Subthemes 
FAMILY-CENTERED CARE ELEMENTS 
 
Emotional support 
Helpful experiences include  
a) emotional support specific to death including support with and through difficult 
decision making 
b) impact of emotional support 
c) general comments regarding compassion, empathy, care, concern, and support 
 
Unhelpful experiences or experiences perceived as harmful include 
 No subthemes 
 
Communication and Information 
Positive experience include 
a) Kept up-to-date/informed  
b) Appreciation of phone calls and other forms of staff outreach 
c) Comprehensive information  
d) Directness/honesty  
e) Felt informed of the true nature of the patient’s condition  
f) Use of lay and/or understandable language  
g) Tone/demeanor with which communication occurred  
h) Communication/information specific to details about death/dying  
i) Information directed to the family’s needs and comforts  
 
     Negative experiences include 
a) Lack of directness  
b) Feeling uninformed of the true nature of the condition 
c) Lack of lay language 
d) Where/how/when information is delivered 
e) Not kept up-to-date/Not informed 
f) Tone/demeanor 
g) Lack of comprehensive info re family needs and its implications 
h) When too much information is detrimental 
i) Not enough information/Not comprehensive 
j) Inconsistent Information 
k) Lack of communication/information specific to details about death/dying 
l) Inaccurate information 
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Surroundings and Environment 
Helpful and unhelpful experiences include  
a) chairs or seating/beds (not enough, not the right kind, not comfortable), 
b)  noise/quiet 
c) waiting rooms 
d) parking 
e) snacks/Food 
f) patient rooms, g) cleanliness, h) access to building, i) space for quiet 
conversation. 
Negative Comments (not otherwise categorized) 
Positive Comments (general or related to more than one subtheme) 
Respect and dignity 
Helpful experiences include  
      a) the general feeling of being respected  (Felt treated with respect) 
b) feeling respected specifically related to end-of-life issues (Felt respected or treated 
with respect specific to end-of-life 
c) personalized care (Received personalized health care – patient) 
Unhelpful experiences or experiences perceived as harmful include 
a) did not feel treated with respect 
b) did not feel treated with respect specific to end of life 
c) did not receive personalized health care - patient  
d)  did not feel listened to 
e)  did not feel that cultural background was attended to (Staff did not attend to 
cultural background) 
Patient physical comfort  
Helpful experiences include 
a)  family perception or reassurance of patient comfort (knowing they were 
comfortable) 
b) family perception that efforts were made to make the patient comfortable 
(knowing efforts were made),  
c) comfort or lack thereof during the final days, hours or moments before death 
 
Unhelpful experiences or experiences perceived as harmful include 
d) c) perception that patient was not comfortable or in pain  during the final days, 
hours or moments before death 
 
Coordinated care 
Helpful experiences  
No subthemes 
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Unhelpful experiences or experiences perceived as harmful include 
 No subthemes 
 
Participation: Family and/or Patient 
Helpful experiences include  
a) staff soliciting family and patient opinions 
b) family attending daily rounds 
c) shared decision making 
 
Unhelpful experiences or experiences perceived as harmful include 
C) An absence of shared decision making 
 
 
Family physical comfort 
Positive experiences  
No subthemes 
Negative experiences 
 No subthemes 
 
 
Collaboration 
Positive experiences  
No subthemes 
Negative experiences 
 No subthemes 
 
LITERATURE-BASED ELEMENTS OF CARE 
Staff quality [Content themes describe behaviors that contribute to staff quality; 
including emotional support, communication, respect and dignity.] 
 
Positive experiences  
No subthemes 
 
Negative experiences  
No subthemes 
 
Quality care 
Positive experiences  
 Generic positive (enthusiastic, relatively generic positive statements) 
     Detailed positive (detailed descriptions) 
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Negative experiences  
Detailed negative (more and less extreme) 
 
Staff availability 
Helpful experiences include  
a) general positive comments 
b) the feeling that staff was available 
c) concrete details of availability 
 
Unhelpful experiences or experiences perceived as harmful include 
No subthemes 
[shortage of staff at particular times, such as weekends, holidays or late at 
night 
lack of availability of a particular staff member or type of staff member (a 
priest, the kind of doctor who spoke in non-medical language)] 
 
Family access to the patient 
Helpful experiences include  
a) being in the room/spending the night 
b) family access to patient as it relates to death 
 Unhelpful experiences or experiences perceived as harmful include  
a) not being in the room/spending the night 
b) Lack of family access to patient as it relates to death 
Opportunity to say goodbye 
Helpful experiences include  
  Technology related positive examples 
Non technology positive examples 
Unhelpful experiences or experiences perceived as harmful include 
Negative examples 
CODES OF SPECIAL INTEREST TO THIS STUDY 
Death (direct mentions) 
Helpful experiences include  
Positive experiences general 
“Hospice-like” environment 
No stone left unturned “Everything that could be done was done” 
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Unhelpful experiences or experiences perceived as harmful include 
Negative experiences general 
 
Attention to spiritual needs 
Negative experiences  
a) the absence of a specific kind of clergy 
b) the absence of any clergy 
c) having to wait a long time for someone to arrive and feeling dissatisfied 
with the person who came;  
d) having to wait a long time 
e) specific to the clergy’s behavior 
f) distress associated with a missed opportunity for last rites 
g) not being offered a priest or chaplain 
 
Positive experiences  
a) the presence of a priest or other clergy 
b) an atmosphere that was “conducive to meditating, praying, and 
contemplating”. 
 
Observations across Themes 
Statements of appreciation 
Co-occurring themes (or compound codes)  
 
Social Workers’ Interaction with Family Members 
 
Positive experiences  
No subthemes 
 
Negative experiences  
No subthemes 
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